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Abstract  
 
Background: Social inclusion has been shown to be important in reducing isolation, 
improving mental health and self-esteem. However, people with intellectual 
disabilities can often face challenges to making social inclusion become a reality. 
This review aimed to identify the barriers and facilitators to social inclusion through 
synthesising the experiences and perspectives of adults with intellectual disabilities.  
 
Method: A systematic search was conducted on CINAHL, PsychINFO, Medline and 
SOCINDEX and identified eight relevant articles. Walsh and Downe’s Quality 
Appraisal Framework (2006) was used to assess the quality of these papers. Meta-
ethnography was used to synthesise the findings.  
 
Results: Superordinate themes related to barriers included: 1) The attitudes of 
others: Treat me the same 2) Lack of understanding, accommodation and 
opportunities in employment; 3) Challenges of socialising and building a social 
network: Practical barriers and individual skills. The following superordinate themes 
related to facilitators: 1) Welcoming attitudes of others; 2) Community Presence; 3) 
Support to develop social and independent skills.  
 
Conclusions: This review highlights the importance of ensuring that residential and 
employment services pay serious attention to creating social opportunities for those 
they support. 
 
Key words: social inclusion; adults; intellectual disabilities; barriers; facilitators  
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Introduction 
 
Social inclusion has been an important area of research for people with intellectual 
disabilities, with the recognition that they should be afforded the same civil rights and 
opportunities as people without disabilities (Thompson et al., 2009). Inclusion has 
also been a focus for policies In Scotland (Scottish Executive, 2013) and England 
(Department of Health, 2001). The research literature has tended to focus on 
measuring social inclusion by ascertaining the number of community activities 
people with intellectual disabilities are involved in or by asking family or support 
workers for their perspectives (e.g. Crisp, 1996; Hunter & Perry, 2006). Given the 
focused policies and drive towards an inclusive society, it is essential that we explore 
the views of people with intellectual disabilities to assess whether these practices go 
far enough to realise this goal, or identify what changes need to occur. This review 
encompasses the current literature exploring the barriers and facilitators to social 
inclusion from the perspective of people with intellectual disabilities.    
 
Overmars-Marx, Thomese, Verdonschot and Meininger (2014) state that the 
“concepts of inclusion mostly pertain to the experience of valued and expected social 
roles, being recognised as a competent individual and trusted to perform in social 
roles in the community and, finally belonging to a social network” (p.266). Despite 
changes in policy and a drive to promote choice and a sense of agency (Scottish 
Executive, 2013), many people with intellectual disabilities face barriers to social 
inclusion. They continue to experience stigma in relation to their disability which 
impacts upon their self-esteem and undermines the development of a sense of 
community (Cummins & Lau, 2003). Schwartz and Robinovitz (2001) highlighted that 
acceptance of people with intellectual disabilities by their neighbours was often 
hindered through their attitudes and preconceived judgements. Hall (2005) states 
that the feeling of social exclusion can be maintained by the experience of taunts or 
physical abuse by others, being ignored or through avoidance of community 
activities due to fear of these occurring, based on prior negative experiences. This 
fear of difference or of experiencing stigma associated with the label of intellectual 
disability impacts on the individual’s self-concept and their social relationships, 
ultimately creating a barrier to social inclusion (Anderson & Bigby 2015; Beart, Hardy 
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& Buchanan 2005). Hall (2009) concluded that people with intellectual disabilities 
wished to be accepted but faced discrimination from people in the community who 
were unable to see past their disability and see them as an individual. This 
discrediting label can therefore have an impact on their identity. However, it is 
important to note research has shown that positive identities can be formed through 
undertaking the valued role of becoming an advocate for others (Anderson & Bigby, 
2015). Anderson & Bigby (2015) found that a number of positive identities were 
reported by their participants including being a self-advocate, an expert, being 
business like and an independent person. Assuming these roles had enabled them 
to build confidence to speak out about their preferences and choices.  They also felt 
that their skills were valued and had increased their independence by, for example, 
being more confident to travel independently (Anderson & Bigby, 2015).    
 
In her review, Hall (2009) highlighted that people with intellectual disabilities felt 
more included within their work environment if they believed they were valued and 
their employers had reasonable expectations of them. These employees desired 
increased responsibility and autonomy.  The reviewed studies suggested that if the 
employees had a supportive relationship with their manager, this provided them with 
assistance in maintaining their employment and gave them opportunities for 
inclusion. Positive roles such as being an employee, volunteering or even being a 
supportive neighbour, can help people with intellectual disabilities gain social capital 
and counteract discriminatory views that contribute to social marginalisation (Cobigo, 
Ouellette-Kuntz, Lysaght & Martin, 2012).   
 
Hall (2009) found that participants preferred staff to be supportive rather than take on 
a caring role, helping them to develop skills and fostering social connections. A lack 
of knowledge as well as limited functional and adaptive skills were identified by 
Overmars-Marx et al. (2014) as barriers to social inclusion. Overmars-Marx et al. 
(2014) emphasised the impact of social skills deficits on individuals’ abilities to form 
meaningful connections with people in their communities. They proposed that 
neighbours may need to adapt to people with intellectual disabilities and their 
presence in the neighbourhood, suggesting greater presence in the neighbourhood 
as well as a change in neighbours’ attitudes would facilitate inclusion.  Overmars-
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Marx et al. (2014) also pointed to the role of professionals in promoting 
understanding and helping people to build social connections.  They suggested 
professionals could facilitate the development of social skills through creating 
informal groups or networks of people with intellectual disabilities.  
 
Hall (2009) identified that social inclusion can be hindered by the location of their 
residence. Some people with intellectual disabilities may live in places with limited 
transport links. This can make it difficult for them to attend social events as many 
have no other means of transport except asking support workers or family, thus 
reducing their independence.  
 
Research has shown that people with intellectual disabilities are at increased risk of 
loneliness due to deficient social networks and poor social integration (McVilly, 
Stancliffe, Parmenter & Burton-Smith 2006). Forrester-Jones et al. (2006) found that 
people with intellectual disabilities had impoverished social networks with the 
majority made up of family members, support staff or professionals. Verdonschot, de 
Witte, Reichrath, Buntinx and Curfs (2009) stated that if people with intellectual 
disabilities did have wider friendship networks, they were rarely able to see these 
other friends. due to difficulties with transport or lack of staff to facilitate seeing them.  
Not only do friendships provide a source of social interaction, they can also provide 
access to resources for example transport to events (Hall, 2009). Social inclusion is 
not only important for preventing loneliness but also for increasing a sense of 
acceptance and connection (Strnadova, Johnson & Walmsley, 2018).  
 
Lippold and Burns (2009) propose that people with intellectual disabilities and people 
with physical disabilities may experience social exclusion in different ways, 
suggesting that intellectual disability is seen as a more discrediting label than a 
physical disability. Thus, through including both groups within their analysis, some 
richness of experience may not have been captured in previous literature reviews 
about social inclusion by Overmars-Marx et al. (2014) and Hall (2009). No meta-
synthesis review of qualitative studies has been conducted on the barriers and 
facilitators to social inclusion from the perspective of people with intellectual 
disabilities. Understanding people with intellectual disabilities and their views is vital 
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in order to inform and shape policies and services, ensuring support is delivered in a 
way that is appropriate and sensitive to their needs. This systematic review will 
identify and synthesise themes from qualitative studies exploring the experiences 
and perceptions of people with intellectual disabilities’ in relation to the barriers and 
facilitators to social inclusion. 
 
Due to the broad definition of social inclusion and the limited research on this topic 
with people who have intellectual disabilities, this review will consider social inclusion 
in its broadest terms. This includes looking at social inclusion in different areas of 
community life, including employment and neighbourhood networks, both 
emphasised as key areas of social inclusion by Schalock, Keith, Verdugo and 
Gomez (2005). This review will explore the key barriers and facilitators to social 
inclusion identified in published qualitative studies, exploring the experiences and 
perceptions of adults with intellectual disabilities.  
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Method 
 
Search strategy  
A search strategy was created by reviewing the topic area and identifying common 
terms used within intellectual disability research. In addition, advice was sought from 
the University of Glasgow librarian in relation to the search strategy and databases 
to be used. Searches were conducted on electronic databases to search for articles 
within peer reviewed journals published in the English language. The databases 
searched included Medline, PsychINFO, CINAHL and Soc Index. Where possible, 
search terms were mapped to individual database index terms or subject headings, 
as well as using free text terms, to ensure all relevant articles were captured.  
 
The following search terms were used:  
Learning disabilities OR Intellectual Developmental Disorder OR Developmental 
Disabilities OR “learning disab* OR “intellectual disab*” OR “mental* retard*” OR 
Intellectual Developmental Disorder (Attitudes Toward) OR Mentally Disabled 
Persons OR Mental Retardation X linked OR Learning Disability OR “mental* 
impair*” 
 
AND  
 
Social isolation OR social integration OR social participation OR social inclusion OR 
social acceptance OR community participation OR community involvement  
 
AND  
 
Facilitat* OR barrier* OR challenge*OR enable* OR help* OR prevent* OR assist* 
 
Boolean terms of AND and OR were used to combine the search categories. In 
addition, a number of peer reviewed journals were searched individually for any 
further relevant articles not captured via the search strategy. These journals 
included:  The British Journal of Learning Disabilities; the Journal of Intellectual and 
Developmental Disability; the Journal of Applied Research in Intellectual Disability 
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and the Journal of Intellectual Disabilities. Scopus was also used to identify any 
further articles. All articles identified by searches were reviewed for their relevance in 
accordance to the inclusion and exclusion criteria. The last database search was 
conducted on 9th February 2019. 
 
Inclusion and exclusion criteria  
The following inclusion criteria were set: 
 
• Articles exploring the barriers and facilitators to social inclusion as perceived 
by adults with intellectual disabilities 
• Only qualitative studies 
• Participants aged 18 or over  
• Articles published in a peer-reviewed journal. 
• Articles published in English language 
• Articles published since 2000, as by this date most of the long stay hospitals 
in the UK were closed and there was a commitment, internationally to support 
community residential options. 
• Articles published in Western countries with social care and delivery systems 
similar to that of the UK, allowing for comparison.  
 
The following exclusion criteria were set: 
• Case studies 
• Review articles  
• Mixed method studies where it was not possible to separate the quantitative 
and qualitative results 
• Studies using proxy report by staff, family or professionals as the focus of the 
review was on exploring the views of people with intellectual disabilities 
themselves.  
 
Procedure  
The review process followed PRISMA guidance. During each database search, the 
titles of the articles were first reviewed for relevance. If the titles were considered to 
be relevant, then the abstracts were reviewed. If the abstracts were not available, or 
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did not provide enough information to determine relevance, then full text was sought 
and compared to the review question. Following review of abstracts and 
consideration of relevance, the full text papers were read. Scopus was used to 
identify any further relevant articles and a number of relevant journals were hand 
searched (see Figure 1 for journal names) Eight papers were identified as relevant to 
be included in the review. The reference lists of these articles were then reviewed. 
No further articles were identified. An overview of the search process is provided in 
Figure 1. 
Figure 1: Overview of systematic search process and article selection 
 
 
 
 
 
 
 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Records identified through 
database searching (n= 632) 
• CINAHL  (n= 135) 
• PsychINFO (n= 311) 
• Medline (n= 105) 
• SOC INDEX (n= 81) 
Articles remaining after 
duplicates removed      
n= 580 
Articles screened for 
eligibility n=583 
Full text articles assessed 
for eligibility n= 23 
Full text articles excluded n= 19 
Reasons for exclusion:  
• Studies not from the perspective of people with 
intellectual disabilities or unable to disentangle their views 
from those of family members (n=1) 
• Quantitative studies (n=1) 
• Case studies (n=2) 
• Review articles (n=7) 
• Discursive articles (n=8) 
 
 Articles identified through:  
Scopus (n= 4) 
Individual searches of:  
➢ The British Journal of Learning Disabilities 
➢ Journal of Intellectual and Developmental Disability  
➢ Journal of Applied Research in Intellectual Disability  
➢ Journal of Intellectual Disabilities- 
 Total identified (n= 0) 
Reference lists (n= 0) 
Articles included in the 
review n= 7 
Number remaining 
following exclusions n=4 
Total articles n = 8  
Number excluded 
following quality 
appraisal (n=1) 
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Data extraction  
 
Information was extracted from the reviewed studies shown in Table 1. This 
provides a summary of the characteristics of each study including the authors, 
year and country of publication, aims of the study, participant demographics, data 
collection method, method of analysis and the themes. 
 15 
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Quality Appraisal  
 
The Walsh and Downe (2006) quality appraisal tool was used in this review. Walsh 
and Downe (2006) completed a robust literature review of quality appraisal tools 
available at the time of review, collating the characteristics of the checklists and the 
frequency in which they were used across the studies.  The authors then 
synthesised these characteristics and developed a tool with 12 criteria and 
suggested prompts within each, creating a more comprehensive appraisal tool 
informed by the literature (see Appendix 2, p79). These included, that the study 
provides a clear rationale, provides a context of the literature, appropriate method 
and data collection, appropriate analytic approach, has a clear audit trail, data in 
support of interpretation, evidences researcher reflexivity, is sensitive to ethics and 
finally has relevance and transferability. The authors proposed that if a study meets 
over 50% of the prompts in the tool for that specific essential criteria (shown in 
Appendix 2, p79), they are considered to have met that essential criteria.  
 
A second researcher, independent of the study team, rated a sample of the studies 
(4) selected for review. There was 92% agreement between both raters’ quality 
ratings using this tool. Discrepancies were explored and discussed, until consensus 
was reached for all ratings.  
 
Method of Synthesis  
 
Meta-ethnography is the process by which researchers select, analyse and interpret 
research studies to synthesise the findings and develop a new understanding or 
conclusions about a specific topic. It is an interpretative approach, seeking to 
combine findings and establish a more in-depth interpretation or third order concept. 
Although the approach seeks to develop a new understanding of the topic it also 
aims to maintain the integrity of the findings of the original articles. This is the 
approach used within this review.  Noblit and Hare (1988) proposed a seven-stage 
framework for conducting a meta-ethnography (see Appendix 3, 83), i) defining the 
research question, ii) systematically reviewing the information according to the pre-
defined inclusion and exclusion criteria, iii) selecting the studies to be included, iv) 
reading and  comparing the studies, and, identifying similarities and differences in 
  18 
content, v) identifying themes, vi) compiling a table of themes, illustrated with 
quotations, vii) Creating a table of new, third order themes from the existing study 
findings.  
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Results 
 
Quality Appraisal 
 
The identified articles were reviewed using Walsh and Downe’s quality appraisal 
tool. The final ratings are displayed in Table 2, indicating the quality ratings for each 
paper.  
 
Table 2: Quality Appraisal of Articles 
 
 
The Abbott and McConkey (2006) study was rated as poor in quality, lacking the 
evidence to meet the listed quality criteria. The study was not clear on the rationale 
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for analysis, process of analysis, how decisions were made, lack of discussion in 
relation to researcher reflexivity, and no discussion about ethical approval. Walsh 
and Downe (2006) suggest that studies considered to be of poor quality, which may 
be the result of oversight or strict journal word limits, should not be included within 
the synthesis. This study was therefore excluded on that basis.  Seven studies were 
deemed appropriate for synthesis following quality appraisal.   
 
Meta-Synthesis 
 
The themes displayed by the authors of the eight included studies are captured in 
Table 1. Seven new third order themes highlighting the barriers to social inclusion 
were identified through the process of meta-ethnography these are presented in 
Table 3 and presented in diagrammatic form in appendix 4, p84. These will be 
discussed in turn.  
 
Table 3: The third order themes identified through synthesis 
 
Barriers 
 
Facilitators 
Attitudes of others: treat me the 
same 
• “I want to be treated normally”: 
Desire for equality and acceptance  
 
Lack of understanding, 
accommodation and 
opportunities in Employment  
• Seeing beyond the disability: desire 
for participation and involvement  
• employment practices result in limit 
opportunities 
 
Challenges of socialising and 
building a social network 
• Location of residence and resultant 
reliance on staff  
• No social spaces 
• Restrictive support service practices 
• Lack of knowledge, confidence or 
social skills 
      Welcoming attitudes of others  
• Making the effort to talk  
 
 Community presence  
• Being known/community familiarity 
• Opportunity to engage in community 
events 
 
Support to develop social and 
independent skills  
 
• Practicing skills in a safe environment  
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Barriers to social inclusion  
 
Attitudes of others  
 
1. “I want to be treated normally”: Desire for equality and acceptance 
 
This theme refers to the negative attitudes and assumptions members of the public 
are thought to hold about people with intellectual disabilities. This theme emerged in 
five of the studies included in this review (Byhlin & Kacker, 2018; Hall, 2017; 
Merrells, Buchanan & Waters, 2017; van Alphen et al., 2009; Welsby & Horsfall, 
2011). 
 
Van Alphen et al.’s (2009) study highlighted the negative attitudes people had about 
their disability and in particular, their perceptions of the constraints this would have 
on their ability to function, potentially seen as not able to contribute to a community. 
Similar to those without disabilities, people with disabilities just wish to be treated 
equally and accepted into the community. However, they can often feel judged by 
non-disabled people who focus on their disabilities rather than their strengths or what 
they can contribute to the community. A participant in van Alpen et al.’s (2009) study 
describes her experience of this: 
 
Well every person with a disability, you have to give them a chance. I think 
(…) They should not be put in a corner. Every person is unique, and that is 
often, very often forgotten…When those neighbours started a petition, that 
was not very nice, but there was a counter petition…things were nice again 
(van Alphen et al. (2009), p751).  
 
It is important to note that the participant in van Alphen’s study (2009) also felt 
supported by some members of her community as a result of the counter petition. 
Some participants in the reviewed studies such as in Welsby and Horsfall (2011), 
identified feeling supported in their community and their employment. Thus, these 
negative attitudes were not thought to be held by all members of the public.  
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What was apparent across the studies was that some participants did not feel 
welcome within their communities. For example, some participants reported being 
spoken to in a patronising manner. They talked about the desire to be treated with 
the same respect as others without disabilities. A participant from Byhlin and 
Kacker’s (2018) study said:  
 
Some people talk as if we were toddlers/…/ we are adults (Byhlin & Kacker, 
2018, p175). 
 
Often when you tell someone you have an intellectual disability their attitude 
changes…you only tell them if you have to. Normally they start shouting at 
you and speaking really…really…slowly…Depending on what you need and 
how I’m feeling. I tell them there is no need to shout! I am not deaf. I only 
have an intellectual disability…well it’s true. There’s no need to shout and talk 
to us like we’re children, we’re not stupid. (Welsby & Horsfall (2011), p804).  
 
It may be that dependent on participants’ mood, some days engaging with members 
of the community is considered to be too much of an effort due to fears of being 
made to feel inferior, ignored or rejected. Therefore, the attitudes of community 
members may act as a barrier to social inclusion.  
 
The reviewed studies illustrated how participants wanted to be treated equally to 
others in society, particularly in how people spoke to them, how they are treated by 
employers and in having fair access to transport.  
 
I’m like any worker anywhere, it’s just that I have an intellectual disability 
(Byhlin & Kacker (2018), p176) 
 
In Hall’s study (2017), participants discussed their frustration that people do not 
make more of an effort to understand them, especially if they find it difficult to 
communicate. They described feeling that they were being ignored and that their 
views were not worthy of other people’s attention or interest. Participants appeared 
to want other people to strike a balance between displaying interest in them and 
communicating in a way that is respectful and non-patronising. Some participants 
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thought that others viewed people with intellectual disabilities not only as different 
but as inferior.  
 
That branding, people’s reactions about what they think. You shouldn’t 
discriminate/…/just having a diagnosis doesn’t mean you’re inferior to 
everything (Byhlin & Kacker (2018), p176).  
 
This participant in Byhlin and Kacker’s (2018) study appears to suggest others view 
an intellectual disability as a discrediting label. The use of the word ‘everything’, 
suggests an awareness that they may struggle with some aspects of daily living, but 
the quote emphasises their frustration that people focus on incapacities rather than 
their strengths. This may have presented challenges to their self-concept and desire 
to be seen as someone capable and accepted.  
 
The reviewed studies also highlighted that participants managed this sense of 
difference and rejection in different ways. One participant described how instead of 
becoming upset that her neighbour actively avoided speaking to her, she chose to 
see the humour in it. She talked about how she enjoyed taunting him by going out 
when he was in the middle of doing something, knowing this would result in him 
retreating into his home (Welsby & Horsfall, 2011). This suggests that participants 
had different ways of managing these experiences.  
 
Lack of understanding, accommodation and opportunities in employment  
 
2. Seeing beyond the disability: desire for participation and involvement in 
employment 
 
This theme was apparent across five of the reviewed studies (Byhlin & Kacker, 2018; 
Hall, 2017; Merrells, Buchanan & Waters, 2017; van Alphen et al., 2009; Welsby & 
Horsfall, 2011).  Participants in the reviewed studies discussed the challenges of 
securing and maintaining employment, partly due to a lack of understanding and 
patience around their disability resulting in difficulties engaging with their 
manager/employer or other colleagues:  
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“in retrospect it was fun while it lasted. It just didn’t seem to last very long. 
Either I was getting laid off or I didn’t get along with my boss” (Hall, 2017, 
p863).   
 
Participants in Welsby and Horsfall’s study (2011) highlighted the challenges 
maintaining employment, citing expectations from their managers and colleagues as 
creating difficulties. They reported that either their disability was acknowledged, and 
they were seen as being unable to achieve certain tasks or their disability was 
disregarded when they did not meet expectations about productivity.  
 
Welsby & Horsfall (2011) also highlighted the resulting impact this can have on 
people with intellectual disabilities and their ability to lead independent lives.  It can 
inhibit the finances available to socialise transport to socialise.  
 
Participants talked about limited opportunities within their work role, with no scope 
for development and promotion, and difficulties obtaining additional hours of work 
(Welsby & Horsfall, 2011). Some participants also mentioned being left out of staff 
meetings and believed their suggestions were not valued (Byhlin & Kacker, 2018). 
There appeared to be a strong sense of injustice at not having the same 
opportunities as other employees and, as previously discussed, therefore being 
made to feel different:  
 
I want to participate/…/so that I know what’s being said. I’m not allowed to join 
them (P12, Byhlin & Kacker, 2018, p177) 
 
However, this was not true for all participants within the reviewed studies. Welsby 
and Horsfall (2011) found that some of their participants found team meetings 
challenging because they had difficulty processing the information quickly enough to 
follow what was being discussed. Others did not wish to attend staff meetings. Thus, 
not being part of staff meetings was viewed as a barrier to acceptance in the work 
place for some participants but not to all in the reviewed studies.  
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3. Employment practices resulting in limited opportunities  
 
Three of the reviewed studies (Byhlin & Kacker 2018; Hall, 2017; Welsby & Horsfall 
2011) identified barriers within employment which led to a lack of social opportunities 
for those with intellectual disabilities. Hall (2017) endorsed the lack of opportunity to 
build social relationships within the work setting (Hall, 2017). One reason discussed, 
was their limited working hours. This resulted in them not being entitled to breaks 
and subsequently informal opportunities to talk with colleagues and make social 
connections.  This highlights that important structural issues need to be given 
consideration, to enable barriers to inclusion in the workplace to be overcome. 
However, it is important to highlight that this was not the case for all participants. A 
small number of participants highlighted that they attended work get-togethers and 
did have the opportunity to talk to colleagues at breaks (Hall, 2017).  
 
Challenges to socialising and building a social network  
 
4. Location of residence and resultant reliance on staff 
 
Four of the reviewed studies reported that where participants lived could be a barrier 
to social inclusion (Hall, 2017; Merrells, Buchanan & Waters, 2017; Overmars-Marx 
et al., 2019; van Alphen et al., 2009). They reported that where they live, depending 
on how rural, can have limited social opportunities. Some had groups that were 
available for them to attend but for others a lack of social events or challenges in 
relation to available public transport meant that some participants felt lonely. They 
described a lack of transport in the evenings, relying on family or staff to take them to 
events or the need to book transport in advance, limiting opportunity for spontaneous 
socialising. This makes it difficult for people with intellectual disabilities to develop 
independence and an added challenge to forming and maintaining relationships.  
 
5. No social spaces 
 
One reviewed study (van Alphen et al., 2009) identified that it was challenging for 
participants to invite people to their home. This was because there were no social 
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spaces to entertain visitors, and they had to take visitors to their bedroom (van 
Alphen et al., 2009). This highlights how an inappropriate placement can act as a 
barrier to social inclusion. Suitable and appropriate housing is assigned based on a 
number of factors but it’s important that if we are encouraging social inclusion we 
ensure that these system factors do not hinder this goal.  
 
6. Restrictive support practices 
 
Two studies noted that restrictive practices of those supporting people with 
intellectual disabilities can act as a barrier to social inclusion by preventing them 
from independently forming social relationships or travelling independently (van 
Alphen et al., 2009; Welsby & Horsfall, 2011). This appeared to be as a result of 
fears for individuals’ safety but prevented them from leading the lives they wanted.  
 
 Welsby and Horsfall’s (2011) study explored the views of women with an intellectual 
disability and their experiences of social inclusion as people who have experienced 
exclusionary practices. The study involved an art-based approach as well as follow 
up semi-structured interviews. These women seemed to develop a bond through 
sharing their challenging experiences of work and being supported. However, a rule 
had been formed by staff about sharing mobile numbers. The participants stated that 
this rule had been put in place as a precaution for their personal safety and perhaps 
to reduce the risk of exploitation. It is not clear the circumstances around why these 
rules may have been instigated in the first place but in the context of this study, it 
acted as a barrier for these women to build upon and strengthen the bond they had 
formed through taking part in the research project. It was also preventing them from 
enhancing their social network.  
 
The van Alphen et al. study (2009) identified how sometimes people with intellectual 
disabilities’ ability to integrate into the community can sometimes be restricted by the 
safety practices of their support organisation.  These practices sometimes meant 
that they had to rely on others to transport them to work and they were unable to 
travel independently. This also had the effect of reducing their opportunities to 
interact with non-disabled people in their local community.  
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I’m not allowed to do anything yet. I’ve been here so many years, I’m not 
allowed to do anything. Back then at —, I was allowed to ride my push bike to 
the farm on my own, but Ruud says here I can’t. So, I take the bus. [The traffic 
is] too busy.  (van Alphen et al., 2009, p752).  
 
7. Lack of knowledge, confidence or social skills  
 
Five of the reviewed studies highlighted the challenges participants had engaging in 
the community (Byhlin & Kacker, 2018; Overmars-Marx et al. 2018, van Alphen et 
al., 2009; Welsby & Horsfall, 2011; Wilson et al., 2017). The studies reported that 
individuals with intellectual disabilities had difficulties finding out about the 
opportunities for social contact that were available in their local communities and 
knowing how to access them. Many expressed feelings of anxiety or felt they lacked 
the skills to source the necessary information. Some felt that support staff played an 
important role in conveying information to them about possible activities and events. 
 
A number of participants within the reviewed studies also discussed a lack of 
confidence or skills in how to initiate conversations with members of the community. 
Resulting on a reliance on their support workers to introduce them to new people. 
This lack of autonomy may hinder the natural formation of relationships or encourage 
an expectation of the support worker or family members to be present to facilitate 
interactions.  
 
Some participants in the reviewed studies also reported that a lack of independent 
travel skills may also act as a barrier to social inclusion as it may prevent them from 
attending an event or activity especially if staff are not available to provide transport.  
 
Facilitators to social inclusion  
 
Welcoming Attitudes of Others  
1. Making the effort to talk  
 
Five of the reviewed studies talked about the salience participants attached to being 
greeted by people in their communities, this included neighbours, work colleagues, 
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people in the shops (Byhlin & Kacker, 2018; Hall 2017, Merrells, Buchanan & 
Waters, 2017; Overmars-Marx et al. 2019, van Alphen et al., 2009). They discussed 
how it was important that these people made an effort to speak to them.  
 
 That you really try/…/if you are tired/…/or if you wake up on the wrong side 
and still try (P7, Byhlin & Kacker, 2018, p175) 
 
Participants of the reviewed studies commented that they felt part of the community 
when others asked them how they were and greeted them. This appeared to provide 
them with a sense that people cared how they were doing and were genuinely 
interested in them as illustrated below: 
 
 They are nice and always ask how I’m doing/…/they always show that they 
care (P6, Byhlin & Kacker, 2018, p177). 
 
An important factor to facilitating the feeling of inclusion within the workplace seemed 
to be a welcoming attitude to them being employed (Hall, 2017; Merrells et al., 2017; 
Welsby & Horsfall, 2011). This appeared to include a supportive manager who they 
could go to if they were struggling to meet the demands of their role and feeling 
respected by having their views acknowledged, for example in team meetings. This 
provided them with a sense of autonomy and control over their lives as well as 
feeling like a valued member of the team. This highlights the importance of inclusion 
in the workplace, making people feel part of something bigger than them, creating a 
sense of belonging within a group.  
 
It appeared to be important to participants in the reviewed studies that people in the 
community took an interest and made an effort to speak to them, especially since 
many of them reported that they found it difficult to initiate conversations with new 
people.  
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Community Presence  
 
2. Being known/community familiarity  
 
Five of the reviewed studies talked about how the participants felt included through 
taking part in activities such as volunteer work, work placements and taking on social 
roles in the community (Byhlin & Kacker, 2018; Hall, 2017; Merrells, Buchanan & 
Waters, 2017; Overmars-Marx et al., 2019; Weslby & Horsfall, 2011). One participant 
discussed how he felt a valued member within his church community as he had an 
important role using the projector and teaching others how to do this (Overmars-
Marx et al., 2019). Another participant talked about becoming a referee for the local 
football team and baby-sitting for neighbours (Overmars-Marx et al., 2019). These 
roles appeared to engender a sense of acceptance and belonging in their community 
and neighbourhood. Participants also felt pride about making contributions to their 
community. In addition, these roles helped to foster broader social contacts in the 
community.  
 
These work placements, volunteer roles and social roles not only brought people 
with intellectual disabilities contact with the community, it also enhanced community 
familiarity, enabling members of the community to get to know them. Therefore, it’s 
important that people with intellectual disabilities are given the opportunity to take on 
these roles as highlighted in Byhlin and Kacker (2017) as otherwise many can feel 
disconnected from their community and lonely. Overmars-Marx et al. (2019) 
highlighted the importance of having family connections in their local community and 
living in a community for a long time. This meant that people with intellectual 
disabilities were familiar to others in their community and helped them to feel more 
accepted. Overmars-Marx et al. (2019) referred to this as “public familiarity”. They 
suggested that it is easier for people with intellectual disabilities to integrate into their 
community and be accepted by its members if they have existing social ties. Being 
close to family, not only allowed greater contact with them reducing loneliness, it also 
meant that they had access to natural supports who could facilitate travel and 
socialising. This was identified as a barrier to attending social events or forming 
connections. Overmars-Marx et al. (2019) therefore highlight the need for careful 
consideration when sourcing and placing individuals with intellectual disabilities.  
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However, it is important to note that not all participants wished to have close 
relationships with other people in their neighbourhood:  
 
If there is a communal activity we have contact and when we meet we say hi. 
We don’t visit each other, but I don’t feel the need to (Overmars-Marx et al., 
2019, p87) 
 
It seems that for some people with intellectual disabilities it’s important that support 
is provided for them to initiate interactions with neighbours and wider people in the 
community but also that they can decide what level of interaction they feel 
comfortable with. Therefore Overmars-Marx et al. (2019) highlight the differing needs 
of people with intellectual disabilities and that this should be considered at an 
individual level, providing support where they wish to foster more meaningful 
connections with others.  
 
3. Opportunity to engage in community events  
 
This theme emphasises the importance of being included in a community. 
Participants in three of the studies valued events such as neighbourhood barbeques 
and fun fairs (Hall, 2017; Overmars-Marx et al., 2019; van Alphen et al., 2009). 
 
‘There’s a pancake feed–it’s definitely the highlight–a parade, cookout, garage 
sales. . .a volleyball tournament. . .and then a street dance at the end’ (Hall, 
2017, p865) 
 
 They felt these events brought them into contact with people who lived nearby and 
helped to build longer lasting relationships.  Many participants across the studies 
wanted someone to accompany them to events, to help facilitate interactions.  
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Support to develop social and independent skills 
 
4. Opportunity to practice skills in a safe environment   
 
This theme encompassed a number of factors and was apparent in five of the 
reviewed studies (Hall, 2017; Overmars-Marx et al., 2019; van Alphen et al., 2009; 
Welsby & Horsfall, 2011; Wilson et al., 2017). Participants in the reviewed studies 
talked about having the opportunity to develop independent living skills through 
shopping, using public transport and reducing their reliance on staff to take them out. 
Hall’s (2017) study talked about the use of a job coach to teach the participants skills 
to use public transportation, with the goal that they could travel to work and social 
events independently and not be held back by staffing concerns. This may have 
helped participants to feel more in control of their lives, not dependent on others to 
assist them in achieving goals.  
 
Two studies (Merrells, Buchanan & Waters, 2017; Wilson et al., 2017) described how 
being involved in social groups with other people with intellectual disabilities, 
assisted participants to develop skills in a safe environment. They felt these 
experiences helped to build their confidence in connecting with others.  
 
‘get to go to Luna Park [fun fair]. . . so they’re things I just don’t have the 
confidence to do by myself, I wouldn’t be able to’ (Wilson et al., 2017, p853) 
 
Participants who took part in social groups with other people with intellectual 
disabilities described how they went on to socialise with other members outside of 
the group, developing these relationships. One participant went on to say how being 
part of the group helped him to show his personality:  
 
[the social group] brings out some of my personality…I’m very caring…so [the 
paid group leader] knows that I help, and I actually enjoy that cos I get to help 
my other team (Wilson et al., 2017, p855) 
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Discussion 
 
These findings highlight the importance people with intellectual disabilities attach to 
feeling accepted within their communities. Those in employment felt that work not 
only provided an opportunity to earn money but also provided an opportunity for 
them to become known in their community (Strnadova, Johnson & Walmsley, 2018). 
However, participants in the employment studies often felt they were not treated the 
same as other colleagues, resulting in them feeling undervalued and excluded from 
decision making in their workplace. This emphasis on difference and a sense of 
inferiority has been a source of common concern in studies (Amado, Stancliffe, 
McCarron & McCallion 2013; Strnadova et al., 2018).  
 
A further finding from this review in relation to support services, was that service 
providers can create barriers to inclusion due to efforts to manage risk. 
Paradoxically, when trying to protect people from negative judgements and 
discrimination, services can sometimes inadvertently reduce their opportunities for 
social inclusion (Amado et al., 2013). The review also showed that support workers 
can also place emphasis on practical caring tasks and lose sight of their role to 
facilitate personal choice and social opportunities.  It is important that support 
organisations balance their need to keep individuals safe with ensuring they are not 
depriving people of their civil rights.  
 
In addition, the reviewed studies discussed how a lack of confidence and social skills 
were perceived barriers to individuals participating in community events. This could 
lead to a dependence upon support staff to facilitate social opportunities. Abbott and 
McConkey (2006) have also noted that some people with intellectual disabilities 
seem to lack the motivation to initiate conversations with people they meet. Thus, a 
lack of confidence may, in part, be due to past experience of negative interactions, 
which make some individuals reluctant to engage in conversations due to fear of 
rejection. 
 
 More positively, this review highlighted how structured social groups that include 
other disabled members can act as a platform for building individuals’ social skills 
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and confidence, as they are perceived to be safe and accepting environments. In 
Wilson et al.‘s (2017) study, participants reportedly valued the skills learnt, enabling 
them to apply these skills in interactions with non-disabled members of the 
community, and helping to reduce their sense of isolation. Therefore, supportive 
opportunities to develop social skills may make an important contribution to reducing 
social isolation and developing a supportive social network.  
 
A key finding in this review was that people with intellectual disabilities greatly 
appreciated when other people, like neighbours, showed understanding and 
patience when interacting with them. Overmars-Marx et al. (2014) similarly 
emphasised the role neighbours have in adapting to people with intellectual 
disabilities skills. These findings highlight the need for work at a broader community 
level, to change public attitudes and promote greater understanding and acceptance 
of people with intellectual disabilities. Amado et al. (2013) highlighted how 
professionals and staff play a key role in providing information to neighbours to 
facilitate connections between them and people with intellectual disabilities, helping 
to bridge the social divide.  
 
The importance of community presence or community familiarity in facilitating social 
inclusion was highlighted within this review. This may be achieved by either having 
family in the community or having lived there a long time. Having this presence can 
enhance a sense of connection and provide social capital. The current review also 
discussed the importance of having valued social roles, which people were more 
likely to have if they were longstanding members of the community. Overmars-Marx 
et al. (2014) described how these roles can help to promote positive perceptions of 
people with intellectual disabilities as people who contribute to their communities, 
rather than a focus on their deficits. Playing a purposeful role in one’s community 
leads to a feeling of being part of the collective and increases a sense of belonging 
(Strnadova et al., 2018). This can also be achieved through people with intellectual 
disabilities being offered more employment opportunities in the community to 
highlight the valuable contributions they can make to communities and society.  
 
A lack of transport was a common barrier to taking part in social activity. People with 
intellectual disabilities in the reviewed studies were often reliant on family or support 
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staff to provide transport. A reliance on others meant people often missed out on 
opportunities due to issues like poor staffing levels or illness.  Transport difficulties 
has been a longstanding concern (Abbot & McConkey, 2006; Beart, Hawkins, 
Kroese, Smithson & Tolosa, 2001) and highlights the value of independent travel 
training in helping individuals to have choice and control in their lives and the ability 
to arrange more spontaneous activities. Using public transport also increases 
community presence. 
 
Finally, it is important to note that some participants in the reviewed studies were 
happy with their current level of social activity and did not wish to have more social 
contacts at work or in their neighbourhood. It has been suggested that people may 
be avoiding social situations because they wish to avoid discrimination (Hall, 2009), 
or may just be as a result of personal preference (Amado et al., 2013). Policy 
documents such as The Keys to Life (Scottish Executive, 2013), emphasise the need 
to ensure people receive support in a way that promotes choice and provides a 
sense of agency. However, each individual’s needs and preferences should be 
considered in relation to social inclusion.  
 
Limitations  
 
A number of measures were put in place to ensure the analysis was carried out in a 
robust and transparent manner. These included a second independent rater 
conducting a quality appraisal review of the articles. In addition, the theme formation 
and interpretation were discussed with a second researcher to ensure the integrity of 
the data was not lost in the synthesis. A reflective diary was also used throughout 
the process of analysis to capture key decisions that were made.  
 
The studies included in this review explored the views of adults. However, a broad 
age range of participants was included in the studies, living in different 
circumstances. Moreover, the studies focussed on home or work life.  Hence, the 
different views expressed in the studies might have reflected particular individual 
characteristics, life stages, life circumstances or the different aspect of their lives 
they were being asked about. Interestingly, however, common themes did appear to 
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emerge from across the different studies and were consistent with the wider 
literature in this field.  
 
This is an evolving area of research, with the life circumstances of individuals with 
intellectual disabilities changing as a consequence of new legislation and policies 
and practices. Hence, it is important to continue to chart whether there is movement 
in the direction of social inclusion.  
 
Implications for services and policy makers 
 
The review findings indicate that social inclusion is greater than mere presence in 
the community. It involves forming meaningful connections with a variety of people 
including family, support workers, friends and acquaintances, who all play a differing 
role in the individual’s life and meet various practical, emotional and social needs. 
From the reviewed studies, concerning the experiences of people with intellectual 
disabilities, it would appear that society is far from realising the goal of “true” social 
inclusion.  
 
One of the most important barriers highlighted within the review was the prejudice 
and discrimination they continue to face from employers, colleagues and members of 
their communities. More education and awareness training are required for the 
general public, alongside targeted work with employers and support workers, to 
highlight what they can do to support individuals with intellectual disabilities to form 
meaningful connections in their workplaces and neighbourhoods. There are also 
practical implications, in terms of the priority given to supporting people’s social 
aspirations and the funding available to provide access to opportunities. This may 
require support organisations to recognise the need to focus on a person with 
intellectual disabilities emotional and physical wellbeing rather than just their 
practical needs. However, this would also require recognition from policy makers 
about the value of doing so and to make the necessary funding available. 
Considering the impact loneliness and a lack of inclusion can have on mental 
wellbeing, the risk of failing to meet people’s emotional and social needs may mean 
that they will require greater support from services in the long-term.   
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Investment in the development of people’s independent travel and social skills may 
also help to increase their community presence and options to participate in social 
activities. Some skills-based training could be implemented, enabling the 
development of these skills. This would result in their increased independence, a 
sense of agency and thus improving their quality of life. 
 
Future research  
 
These review findings highlight how service practices can act as a barrier to social 
inclusion. Future research should examine how services balance their efforts to 
ensure the safety of service users with responding to the rights and choices of 
people with intellectual disabilities.  A particular focus on how decisions are made 
about supporting people’s social opportunities and what factors are considered, may 
help inform policies and practices.  
 
Conclusion  
 
The current review draws attention to people with intellectual disabilities’ continued 
desire to be accepted by their neighbours and work colleagues. However, the 
participants in the studies also demonstrated considerable insight into some of the 
main barriers and facilitators to achieving greater social inclusion. Perhaps it is time 
to act on their advice.  
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Plain English Summary  
 
TITLE: The experience and perceptions of support of people with mild to 
moderate intellectual disability and how this relates to their identity 
 
BACKGROUND: Research has highlighted that people with intellectual disabilities 
value support (Bigby, Bould & Beadle-Brown, 2017) but they can also experience 
dissatisfaction with how it is delivered (Giesbers, Hendriks, Jahoda, Hastings & 
Embregts, 2019).  Giesbers et al. (2019) also reported some mixed feelings about 
telling people in their communities they were supported, suggesting a fear of 
negative judgement. Further research is required to explore how these experiences 
of receiving support may impact upon how people with intellectual disabilities view 
themselves.  
 
AIM: This study aimed to explore people with intellectual disabilities’ perceptions 
about their support and explore in more depth, whether this had an impact on how 
they view themselves.  
 
METHOD: Ten adults aged between 24 and 36 years old with a mild or moderate 
intellectual disability, living within their own tenancy or clustered housing and in 
receipt of support were recruited. Participants were recruited from a number of 
support organisations across the West of Scotland. Semi-structured interviews were 
carried out, the interviews were recorded and written word for word. Interviews lasted 
between 32 and 60 minutes. The data were analysed using an approach which 
explores the lived experiences of those taking part.  
 
RESULTS: Analysis identified two overarching themes: 1) support feels like a need 
and a comfort; 2) Acceptance of support is influenced by the sensitivity of its 
delivery.  Personal histories were found to impact on individual’s ability to trust others 
and form meaningful connections. Participants (in the study) were also found to fear 
disclosing to others that they were supported. This was due to fear of being 
negatively judged, as they had experienced in the past. They would therefore 
introduce support workers as friends rather than support staff to avoid these 
judgements.  
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CONCLUSIONS: How support is delivered to individuals with intellectual disabilities 
can impact upon how they see themselves. Important factors within this are the 
sense of control they have over their support and whether they feel respected and 
valued. Services should consider the aspects of support valued and what changes 
can be made to promote positive identities. This study highlighted the need for 
people with intellectual disabilities to be involved in choosing their support staff to 
determine if they can form a meaningful connection. They should also be involved in 
their support planning to ensure it meets both their needs and expectations. Finally, 
careful consideration should be given to where individuals are placed in the 
community to ensure they have opportunity to connect with others and be close to 
their established support networks.  
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Abstract 
Introduction  
Research has highlighted that people with intellectual disabilities value their support 
but also report areas of dissatisfaction in how it is delivered. Previous research has 
also been conducted on the stigma associated with having an intellectual disability, 
but little research has emerged on the impact being supported has on their sense of 
identity.  
Method  
Ten adults aged between 24 and 36 years with a mild or moderate intellectual 
disability, living within their own tenancy or supported accommodation and in receipt 
of paid support were recruited. Semi structured interviews were carried out and data 
were analysed using Interpretative Phenomenological Analysis.  
Results  
Analysis identified two overarching themes: 1) support feels like a need and a 
comfort; 2) Acceptance of support is influenced by the sensitivity of its delivery.  
Personal histories were found to impact on individual’s ability to trust others and form 
meaningful connections.  
Conclusions  
The way support is delivered to individuals can affect the sense of control they have 
over their lives and feelings of being respected and valued, ultimately impacting on 
their self-identity. Services should consider the aspects of support valued and what 
changes can be made to promote positive identities.  
Keywords: intellectual disability, support, identity, Interpretative Phenomenological 
Analysis, experiences 
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Introduction  
 
Current UK policies including The Keys to Life (Scottish Government, 2013) and 
Valuing People Now (Department of Health, 2009), highlight the importance of 
people with intellectual disabilities playing an active role in determining the support 
they need. These policies employ person centred principles. Person centred 
principles focus on helping people with intellectual disabilities feel more included in 
society, have more control over life decisions and be supported to achieve their 
aspirations (Thompson et al., 2009). The approach also aims to focus less on 
deficiencies and more on bridging the gap between peoples’ competencies and what 
is required to function in society, through the introduction of support (Thompson et 
al., 2009).  
 
People with intellectual disabilities live within residential environments such as 
independent tenancies with outreach support (dispersed housing) or cluster housing 
settings (Scottish Government, 2013). Cluster housing often consists of a number of 
small houses situated on the same site within a location in the wider community 
(Mansell & Beadle Brown, 2009). These individuals may still receive support, but a 
number of support workers may cover the site. In both housing environments people 
with intellectual disabilities may receive different levels of support from paid support 
workers. Considering the UK’s focused policies (Scottish Government 2013, 
Department of Health, 2009) towards improving the quality of life of people with 
intellectual disabilities, it is important to explore their views in relation to the support 
they receive.  
 
A number of researchers have investigated the views of people with intellectual 
disabilities’ in regard to the support they receive and their relationships with support 
staff (Bigby, Bould & Beadle-Brown, 2017; Clarkson, Murphy, Caldwell & Dawson, 
2009; Dodevska & Vassos, 2013; Giesbers et al., 2019; Hatton, Wigham & Craig, 
2009). These studies indicated that people with intellectual disabilities greatly valued 
support workers’ interpersonal skills such as being a good listener, kind, honest, 
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respectful as well as their sensitivity in how they delivered the support (Clarkson et 
al., 2009; Dodevska & Vassos, 2013; Hatton et al, 2009).  
Hatton et al. (2009) and Dodevska and Vassos (2013) interviewed both people with 
intellectual disabilities as well as accommodation managers. Both studies found that 
accommodation managers appeared to value specific knowledge and skills such as 
awareness of person centred principles or being a team player, in contrast to service 
users who valued support workers’ interpersonal skills. Thus, Hatton et al. (2009) 
and Dodevska and Vassos (2013) highlight that services may have different priorities 
and preferences to those of people with intellectual disabilities. This emphasises the 
need to include people with intellectual disabilities in decisions about their support.  
 
Clarkson et al. (2009) found that participants valued their support workers’ ability to 
build rapport and their willingness to help. They felt valued by their support workers 
and part of that sense of being valued, was for support workers to recognise their 
abilities and provide support only when it was needed (Clarkson et al., 2009). 
Participants in Clarkson et al. (2009) and Bigby et al.’s (2017) studies reported that 
individuals with intellectual disabilities value the sense of security and reassurance 
that support provided. However, both studies also highlighted that participants had 
an awareness that some staff were not interested in spending time with them, were 
unwilling to help and failed to listen to them.  
 
Service users in Clarkson et al.’s (2009) study highlighted that building trust in their 
support workers took time for people with intellectual disabilities. Giesbers et al.’s 
(2019) study reported similar findings and suggested that participants’ personal 
histories affected their ability to form close relationships with not only their support 
workers but also people in the wider community. Giesbers et al. (2009) suggested 
that the personal histories of individuals with intellectual disabilities influenced the 
kind of support they valued. Many participants reported that not being consulted 
about changes to their support and a high turnover of staff made it difficult to form 
close relationships and resulted in many feeling a sense of rejection or abandonment 
(Giesbers et al., 2019). This again emphasises the importance of people with 
intellectual disabilities having an active role in decision making about their support.  
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Giesbers et al. (2019) found that within their sample, participants had an awareness 
of negative societal attitudes towards those with intellectual disabilities who receive 
support. Some individuals with intellectual disability reported prejudice and rejection 
when people in the community found out about where they lived. These public 
attitudes contributed to participants’ ambivalent attitudes about receiving support. 
Participants of the study highlighted their feeling of difference and a reluctance to 
express to others where they live for fear of negative judgements, discussing an “us” 
and “them” distinction. According to Mead (1934), a key factor in the development of 
the self-concept is that of becoming an object to oneself, reflecting upon how as 
individuals we are treated by significant others. Cooley (1956) also refers to this as 
the “looking glass” self, where a person becomes aware of themselves in the 
evaluative responses of others around them.  Therefore, an awareness of 
stigmatisation towards oneself is likely to threaten a person’s sense of adequacy and 
perhaps also their wellbeing (Jahoda & Markova, 2004). Dagnan and Waring (2004) 
found that core negative beliefs about the self were positively associated with the 
experience of feeling different and suggested this as a process of internalising the 
experienced stigma.  
 
In Giesbers et al.’s (2019) study, one participant seemed to emphasise that being in 
receipt of support services highlights a key difference and an undesirable identity as 
a person with a disability in need of support. Goffman (1963) referred to this as a 
“spoiled identity”. Giesbers et al.’s (2019) study highlighted how participants 
struggled accepting that label of disability which suggested a difference and made 
them vulnerable to negative judgements and rejection from others. As a result of this 
difficulty accepting a label of disability, participants therefore struggled to accept their 
need for support, despite having an awareness of the need for it. 
 
What the research suggests is that support is valued by some, however others 
struggle with accepting that they need support within certain areas to function in 
society (Giesbers et al., 2019). In addition, a number of studies highlighted that the 
way support is delivered i.e. the sensitivity in which it is delivered, impacts upon their 
sense of satisfaction with it (Bigby et al., 2017; Clarkson et al., 2009; Dodevska & 
Vassos, 2013; Giesbers et al., 2019). Previous research has suggested that being in 
receipt of support may impact upon identity (Giesbers et al., 2019). Therefore, this 
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study aims to explore people with intellectual disabilities’ perceptions about their 
support and explore in more depth, whether this has an impact on their identity.  
 
Interpretative Phenomenological Analysis (IPA) is a qualitative approach which can 
be used to explore a participant’s lived experience and how they make sense of this 
in relation to their place within the world (Smith, 2004). IPA is an idiographic and 
hermeneutic approach and therefore aims to gather an in-depth account of the 
participant’s experiences. The information gathered is the researcher’s attempt to 
make sense of the participant views, making IPA a double hermeneutic approach.  
IPA has been successfully used to explore the identity of people with intellectual 
disabilities in previous research (Groves, Rayner & Muncer, 2017; Wilkinson, 
Theodore & Raczka, 2015) and thus, the most appropriate approach for this current 
study.  
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 Method 
Participants 
Participants were eligible to take part if they had a diagnosed mild to moderate 
intellectual disability and were either living independently within their own tenancy or 
within shared accommodation and in receipt of support services. They had to be 
within the age range of 18 to 40 years to ensure all those taking part are at a similar 
life stage. In addition, English was required as a first language and participants were 
required to have sufficient verbal skills to be able to recall and discuss a recent 
experience. To be included they also needed to be able to provide informed consent. 
Participants were only excluded from taking part if they had any additional difficulties 
which prevented them from engaging in the interview process.  
 
A purposive sample of ten participants with mild to moderate intellectual disabilities, 
in receipt of support services across a local government area in the West of Scotland 
agreed to take part in the study. The diagnosis of mild or moderate intellectual 
disability and other inclusion criteria were confirmed by their support organisations. 
This sample size was in keeping with Smith, Flowers and Larkin’s (2009) 
recommendations.   
 
The participants’ ages ranged from 24 to 36 years old, with a mean age of 30.4 
years and included 5 men and 5 women. All participants received regular one to one 
support. Some participants who lived in shared accommodation also had the option 
of access to additional support 24 hrs a day. Staff were either based in the 
participant’s home or in an adjacent building, as part of a core or cluster model of 
housing. The number of hours of support received, ranged from 2 hours of support 
per week to up to 12 hours per day, depending on their identified need.  
Characteristics of the participants are listed in Table 1. Pseudonyms are provided to 
protect anonymity. 
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TABLE 1: Characteristics of the participants 
Variable Michael Sarah Ian  David Gillian Linda Paul Alison Harry Kirsty 
Gender 
 
Male Female Male Male Female Female Male Female Male Female 
Age (years) 
 
26 26 35 36 30 31 36 31 24 29 
Living 
situation  
 
Own 
tenancy 
Shared 
accom* 
Own 
tenancy  
Own 
tenancy 
Own 
tenancy 
Own 
tenancy  
Supported 
accom* 
Own 
tenancy  
Supported 
accom* 
Supported 
accom* 
No of support 
hours  
10 
hours a 
week 
24 hour 
support 
available 
plus 
dedicated 
support 
time 
12 hours a 
day  
2 hours 
per 
week 
30 
hours a 
week 
10 hours a 
day 
2 hours 
per day 
and staff 
available 
24hours 
12 
hours a 
day 
Staff 
available 
24 hours a 
day plus 
dedicated 
support 
time 
Staff 
available 
24/7 plus 
dedicated 
support 
time 
Level of 
intellectual 
disability 
Mild Mild Moderate Mild Mild Moderate Mild Mild Moderate Moderate 
Employment/
work 
placement  
**VWP No No No **VWP No No No No **VWP 
Family 
support *** 
Limited Limited Limited Limited No No No Limited No No 
*Supported accommodation  
** Voluntary work placement  
*** Limited family support means just seeing family in a social capacity approximately once a week.  
 
 Semi-Structured interview  
Semi-structured interviews were used in keeping with the IPA method. An interview 
schedule was created identifying key topic areas. A review of relevant literature looking 
at people with intellectual disabilities’ views of support as well as key research in the 
area of stigma and identity informed the interview questions (BIgby et al., 2017; 
Clarkson et al., 2009; Dagnan & Waring, 2004; Dodevska & Vassos, 2013; Giesbers 
et al., 2009; Jahoda & Markova, 2004; Jahoda, Wilson, Stalker & Cairney, 2010). Topic 
areas included a) gathering information about the type of support they receive; b) 
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exploring their experience of receiving support and the way it is delivered; c) what 
support they think they need and how this compares with what’s provided; d) exploring 
the relationships they have with the staff supporting them e) how support is viewed in 
the community. An iterative approach was used. Specific questions about identity were 
not asked in the interviews because the researcher did not wish to unduly influence 
the participants’ accounts.  Instead, the aim was to explore the subject of identity as 
an aspect of the participants’ experiences. The first few participants’ interviews were 
reviewed and discussed with the research team to determine how the approach to 
interviewing was working and led to minor changes to improve the structure and flow 
of the interview. These involved changes to the way questions were asked to make 
them more understandable as well as changes to the order of questions to stimulate 
a more natural discussion of experiences. All interviews were included within the 
analysis. The interview schedule can be viewed in appendix 9, p113.  
 
Procedure  
Upon meeting the participant, the researcher went through the information sheet both 
verbally and with the use of pictures to ensure the participant understood the purpose 
of the study, what it involved, the positive and negative aspects of taking part as well 
as their right to withdraw at any time. This was in accordance with the procedure for 
gaining informed consent recommended by Arscott, Dagnan and Stenfort Kroese 
(1998). The information sheet and consent form can be viewed in appendices 7 and 
8, p102 and p110.  
 
Nine of the participant interviews took place in their homes and one participant 
interview took place in a private room within the support organisation offices. Two 
participants wished their support workers to be present at their interviews. The support 
workers were asked to treat the information shared in the interview as confidential and 
not to be discussed with other members of the team without the participant’s consent.  
 
Interviews were conducted by the primary researcher and lasted from between 32 
mins to 1 hour, with a mean duration of 41 mins. Although there was a proposed 
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structure to the interview, it was a discursive approach which allowed them to raise 
additional topics that could be explored in their interview.  
 
The interviews were audiotaped with the participant’s informed consent and 
transcribed verbatim. Pseudonyms were used, and all identifiable information 
removed to ensure anonymity for the participants.  
 
 Data Analysis 
Analysis was conducted using Interpretative Phenomenological Analysis (IPA). IPA 
allows an in-depth exploration of the participant’s experience, including how they see 
themselves and their place within the world. The analysis followed the procedure as 
suggested by Smith, Flowers and Larkin (2009). Recordings were transcribed by the 
researcher to allow for full immersion in the data. Transcriptions were then read on a 
number of occasions and key information highlighted. Key aspects of how the 
participant described their experience were explored, including evidence of any strong 
emotive comments, interesting use of language or contradictions in what was being 
said. The main themes were identified, and summaries of each of the participants’ 
narratives were also completed, to ensure the analysis remained linked to the 
participants’ individual experience and perspectives. Connecting themes were 
combined and a descriptive label applied to the overarching themes which were 
developed. Two transcripts were reviewed with the research team in supervision, to 
audit the analysis process and decision making. Following this, the analysis was then 
completed for all the participants. The initial stage of the analysis involved producing 
a diagram of the subordinate and superordinate themes, to illustrate the broader 
patterns across participants. The diagram was developed with the input of the 
research team and is shown in Figure 2. A reflective diary was also kept, monitoring 
the process of decision making when determining themes.  
 
 
Ethical Considerations 
Ethical approval was obtained from the College of Medical, Veterinary and life 
Sciences, University of Glasgow Ethics Committee (Appendix 6, p101).  
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Figure 1: Diagram of identified themes 
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Results 
 
Through this research two superordinate themes emerged 1) Support feels like a 
need and a comfort, and 2) Acceptance of support is influenced by the sensitivity of 
its delivery. Within each superordinate theme, subordinate themes were identified. 
Within 1) Support feels like a need and a comfort, the subordinate themes identified 
included: sense of safety and reassurance; opportunity for meaningful connections 
and finally valuable to lead the life I want.  
 
The subordinate themes that fell within 2) Acceptance of support is influenced by the 
sensitivity of its delivery included: Power and control; Imposing and restrictive 
impacting upon relationships and finally being valued as someone to spend time 
with. In addition, intertwined within these identified themes were the influences of the 
impact of personal histories as well as a need to protect their sense of self from 
negative comparisons or judgements that threaten this. The superordinate and 
subordinate themes are presented pictorially in Figure 2.  
 
1: Support feels like a need and a comfort  
 
Sense of safety and reassurance  
 
For eight of the participants, there was a clear recognition that having support helped 
them feel safe and reassured. Having this support enabled them to live alone, go into 
town and provided them with the support they needed to live daily life. This could be 
understood in the context of the participants’ past histories which included 
experiences of being abused, exploited or ridiculed by other people. Many of the 
participants also discussed how the presence of workers enabled them to manage 
their responses to others as they felt safe.  
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I need that support to go out… so I can go out places… I wouldn’t go out 
anywhere… I would be too anxious to go out myself… (with support workers 
there) I won’t be alone then. (Linda)  
 
I can phone, there’s this button you can phone for someone on call, it’s like 
you press the button, it can go to manager’s phone and they can be down 
here straight away… so if my family does come to that door, I can call that 
button and the manager can come down straight away. it feels that, if anybody 
comes to that door in the middle of the night I can press it and then it’ll be ok. 
Then I know somebody’s coming. (Gillian)  
 
Sometimes I hear shouting (from neighbours) … I phone staff and they come 
and make it better. (Harry)  
 
Valuable to live the life I want  
All of the participants described the tasks support workers help them with; including 
shopping, housework, administering medication, bills, budgeting and taking them to 
appointments. However, eight participants emphasised the importance being 
supported had, enabling them to live the lives they wanted and how vital this support 
was for their functioning. 
 
They do cooking, clothes on, showering, teeth and face, at night they put my 
jammies on. That I can’t do myself. I cannot do it myself. They clean my 
house, I’m supported to do it, I’m working off a cleaning rota… It’s a bit 
strange when I’m here myself between the (support) hours by myself. If I 
could I would get all the support they could give me, but I know they can’t, 
they are on a budget…if I had more then I would go out more and I’d visit 
family more. I don’t get to see my family as often as I’d like. (Ian) 
 
(They support) just everyday life in general. They help me get out and about. 
If I didn’t have staff, I’d be stuck in the house…I do have family, but they work 
and they…there’s young kids in the family...I’ve had support since I was 
sixteen because I was obviously, I wanted to get out and do some things and 
my mum and sister were working and my step dad wasn’t there at that point. 
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So, I had day services coming in…and I’d go out with day services… (so they) 
obviously support me to do things day to day and not just sitting about the 
house. (Alison) 
 
Both Ian and Alison had physical disabilities in addition to having an intellectual 
disability. Receiving support was vital not only for their practical needs but also their 
general wellbeing. They valued having the company of their support workers and the 
ability to access their community.  
 
One participant highlighted the important role staff play in providing much needed 
stability and structure in his life, as Michael describes:  
 
I often think about what I’d be doing if they weren’t because I’d just be 
drinking all the time, you know. If they didn’t… A help. I hate it but I love it at 
the same time… if I need money, for daft things that I want, like if I want to 
buy something stupid I couldn’t do it, that’s a good thing for me. Because I 
would just buy, buy, buy constantly… if they weren’t there everywhere would 
be a tip, the house would be upside down and my routine would be all over 
the place. So when they are there everything’s fine. (Michael) 
 
One participant described the presence of support as helping to build his confidence 
and talked about working towards becoming more independent. He highlighted the 
role support workers played in helping him pay his bills, do food shopping and cook; 
skills he was now learning after the death of his mother. In several instances, 
participants felt that support staff had taken on the role family members had 
previously played in promoting their independence. 
 
I feel a lot confident now. Em my confidence got back up..em…by them 
helping me so it is…I’m not as, I can um… do things that I couldnae used to 
do before like cook, do cooking like, I used to cook  years ago but em I didn’t 
bother with cooking anymore but now I’m building cooking back up again. 
(David) 
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Therefore, most participants highlighted how support was vital for them to live the 
lives they wanted to, as not only did it provide them with practical support, but 
opportunities to develop independent skills, provided structure and support and also 
access to their communities and activities. These were identified as key in living the 
lives they wanted to live. 
 
Opportunity for Meaningful Connections 
 
Nine of the participants highlighted the value of forming meaningful relationships with 
support workers, with some commenting that this lasted even after the worker had 
left the support organisation.  
 
Yeah I still keep in contact with her. I’ve had a lot of support workers come 
and go over the years. My original team, Hugh, I like him, I still keep in contact 
with him. Yeah I got on really well with a guy, he left for another job so he did, 
he showed up at my Papa’s funeral on his day off.  (Michael) 
 
It’s good because you get to ken them and everything. When they leave they 
keep in touch with you (Gillian)  
 
In addition, participants highlighted the importance of the relationships they have 
with staff and how they value staff, often seeing them more as friends than workers:   
 
I like to do that… Going out for my lunch and going shopping with them… 
because I’m going out with all the staff in here and I get to spend time with 
them… like all the staff that are in here… its good getting support… it’s (good) 
getting out, emm chatting emm and being pals with my support workers. 
(Kirsty) 
 
I’m quite close to a lot of my staff like Nigel I’ve known him for the last 8 years 
I’ve been getting support. They are more like friends than support workers… if 
there is anything worrying me I always go to them… (they) give us a bit of 
company, give us a laugh so they do. And they have all got like individual 
interests, but a lot of my interests are the same as theirs. Nigel for example is 
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fishing, David likes playing Xbox, Stephen has the same taste in music, like 
the Killers so different interests but the same really… I’m hoping this new guy 
is a good match. (Michael)  
 
 
 
when I go out shopping I go out for my lunch on a Tuesday so me and my 
staff have lunch and we just talk about things and how our week’s been and 
that, its just about that… to see what they were up to at the weekend and they 
ask how you have been and all that sort of stuff. It’s really nice when 
somebody says that to you… It makes you feel good. (Sarah) 
 
These participants highlight the value they place on the relationships they have with 
support workers and how key this in making them feel good about themselves. As 
evident in their quotations, participants viewed their support workers as friends and 
sought reciprocal interactions from them, identifying this as a good aspect of being 
supported.  In addition, Michael emphasises the importance of matching support 
workers to ensure they are people with whom individuals can form meaningful 
relationships. These relationships are what participants particularly valued.  
 
Participants also felt that having these longer-term relationships with their support 
workers provided an opportunity to broaden their social networks. For instance, a 
number of participants talked about workers supporting them to attend an organised 
group known as ‘Dates n Mates’. This group provides opportunities for people with 
intellectual disabilities to develop both friendships and romantic relationships.  
 
Uh I met them through bowling, I went to an activities group because my 
support worker said to me that why don’t you go to get involved in activities 
just to kinda get me out of the house as well. That’s when I started meeting 
new people. (David) 
 
In the comment above, David highlights the important role his support workers have 
in suggesting activities and encouraging participants to build a social network. This 
was key in David’s circumstances as he received very few support hours and it was 
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important that he sought meaningful connections with people other than his support 
workers to avoid feeling lonely.  
 
 
 
Protecting my sense of self from negative judgements and comparisons  
 
Although many of the participants described the value of being supported, some also 
felt that needing and receiving support created a sense of being different to others. 
Five participants discussed this challenge of how people with intellectual disabilities 
are at times seen by others and the impact of this on them. One participant 
commented that he would often introduce his worker as a friend or family member, 
rather than saying they supported him. He talked about being relieved when others 
could not tell he was being accompanied by support workers rather than friends. He 
went on to describe the negative attitudes of a friend when he disclosed that he 
received support, with the friend thinking he was perhaps ‘crazy’ or someone to be 
wary of. He suggested that this was due to his friend’s ignorance about why some 
people require support. He went on to explain that his friend’s view changed once he 
got to know him better. It seemed that some participants felt unsafe about revealing 
their need for support, fearing they would face negative judgements from others in 
the community.  
 
Thus, the participants clearly recognised that support played a vital role in helping 
them realise their aspirations, however, equally there was a level of ambivalence 
about being supported and about others knowing that they received support. This 
ambivalence was reflected in contradictory statements, such as saying that they did 
not need support but then going on to list a number of activities and skills they 
required support workers to help them with.  
This can be understood in the comments some participants made in relation to how 
people in the community perceive people with disabilities who need support. For 
instance, Michael stated:  
 
Sometimes they think you are a bit doolally in the head… what do you need 
support for, what have you done? You know, that kinda thing. There’s a guy I 
  61 
work with doing my home jobs, I told him, then at first he didn’t kinda get it but 
then he got to know me and he has realised that there’s nothing really wrong, 
that I get support. So, I do. I think it depends if the disability is visible. Em, I 
know there’s a few people up here, people were making fun of. Like people 
with Down Syndrome, you can see that and if they are getting support. The 
likes of myself they just think aw he’s out with friends or family.  (Michael) 
 
This comment highlights an awareness of negative judgements being made about 
people who require support and a perception that they need to be wary of them. 
Michael describes witnessing others being ridiculed and appears to manage this 
stigmatised identity by making a downward comparison to someone with a visible 
disability who may be less able to disguise their need for support. He therefore 
suggests that he managed to protect himself from this by creating the guise that 
support workers were his friends or family members.  
 
Linda also talks about how people who are supported are viewed in the community:  
 
cause some people (pause) take the mickey out of folk when they need 
supported or they are disabled or something and obviously that’s not fair on 
them (Linda) 
 
She emphasises how unfair it is that people with disabilities have to endure being 
ridiculed for having a disability and appears to suggest that having a disability is a 
devalued identity within society.  
 
2. Acceptance of support is influenced by the sensitivity of its delivery 
 
Power and control  
 
Four participants reflected on how support is delivered and the impact this can have 
on how they feel about being supported. For example, Gillian expressed 
unhappiness about the delivery of her support. She felt staff were bossy and 
patronising and had a tendency to treat her as though she was a child. Thus, while 
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she appreciated the support she received, she felt that her staff’s approach did not fit 
with her perception of being an adult and the control she wanted to have over the 
tasks of everyday life.  
 
Sometimes aye they are too pushy like telling me what to do and everything 
and I just want to do it all myself, but I know they're here to help me, but they 
don't need to shout at me every minute. Sometimes I'm angry. Sometimes I 
need to flip, but no need to shout at me they’re not my mum or dad.  They are 
just support workers. (Gillian) 
 
Kirsty also highlighted this stating:  
 
I just didn’t like the staff in there…sometimes they were being cheeky 
sometimes…it made me feel upset…Emm…(saying) you need to go to your 
bed on time. They would tell me what to do sometimes. (Kirsty) 
 
Gillian’s and Kirsty’s views provide insight into the participants’ sensitivity about how 
their support is delivered and the importance of being given a sense of choice and 
control in their lives.  
 
Imposing or restrictive impacting upon relationships 
 
Five participants highlighted dissatisfaction with perceived restrictions or feeling that 
support was imposing or intrusive at times. Participants described the experience of 
being supported as being watched suggesting they were infantilized by their support 
workers at times.  
 
They don’t need to be over my shoulder a lot and I can do things myself like 
meeting up with my pal and I don’t need them at the back beside me to watch 
every move I make. (Gillian)  
 
 I’ve noticed on a few occasions this year as well, they seem to watch me as a 
hawk for some strange reason which is absolutely and totally 
unnecessary…and I had to say one day to the persons what the hell are yous 
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watching me like a hawk for? I don’t think its fair or very advisable that way. 
(Paul)  
 
Paul and Gillian’s comments illustrate the importance of how support is delivered 
and the effect this can have on how they feel about support.   
 
One participant highlighted that she was not allowed to have people to stay overnight 
with her. This was due to past experiences of being exploited. She needed the 
approval of her social worker and support workers before arranging for someone to 
stay, as she explained:   
 
It just feels like my life is getting controlled. You canne have people staying 
when you want…that’s just not fair… That’s cause I was letting a lot of people 
in my house and taking advantage of me and taking my money off me and 
hanging about with the wrong people so they put me in (accommodation)… 
keep an eye on me. They are just looking out for us. So, nothing happens to 
us…so that they can keep an eye on me…all the time…I get fed up looking at 
them. (Sarah) 
 
Sarah’s comments point to her dissatisfaction about the restrictions placed upon her. 
However, she appears to hold conflicting views as she also recognises that the 
workers are acting with good intentions and want to prevent her from being 
exploited. Thus, in the end, it is difficult for her to resolve the tension between the 
impact of the workers’ actions on her sense of self as someone capable of making 
her own decisions about her life, and her recognition that she needs support to stay 
safe.  
 
Another participant discussed the challenges of developing romantic relationships 
when being supported. She reported her partner’s dissatisfaction about workers 
accompanying her to all their activities, but she felt she had little ability to make 
changes to this arrangement.  
 
I was going with somebody named Liam, he didn’t like my staff being with me, 
he wanted just me and him but I can’t help that. Staff have to come with me. 
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Liam is raging he doesnae want support like. He wants me and him to do 
things but and don’t want staff to come along. (Gillian) 
 
This again appears to highlight the importance of how support s delivered and how 
participants need to feel that they have some sense of agency over their lives. It 
seems that what feels like control or monitoring may be the support organisation’s 
way of ensuring they are safe from exploitation from others given their past 
experiences however these individuals appear to experience this as controlling and 
patronising.  
 
Being valued as someone to spend time with  
 
Five participants described the importance of support workers giving them their full 
attention and being willing to participate in activities with them. One participant talked 
about her dislike of workers being on their mobile phones when they went out for 
coffee together. This had made her feel that the workers did not care about her or 
see her as a valuable person to spend time with.  Another participant described an 
incident where a support worker refused to engage in a joint activity, preferring to 
watch from the side-lines. This made the participant feel that the worker failed to 
recognise him as a person or enjoyable to be around. As Gillian and Michael 
explained:  
 
Sometimes when we’re getting a coffee they keep checking their phone every 
minute that (makes me think) they don't want to talk to me and they just 
wanna check their phone. It's someone called Anna, she's on her phone 
constantly in work, you're not supposed to go on Facebook at your work and 
she does it. And she doesn't help with my housework either, she just sits 
there all day with her phone...she doesn’t want to be in work, she’s just on her 
phone every minute…I want them to put their phones away and have a 
conversation with me. (Gillian) 
 
I felt like he wasn’t a carer as such because he didn’t care, he was just there 
for something to do and it was at his own leisure what he done. Because I 
would say to him “aw can we go go-karting” and he just stood at the side 
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watching. He wasn’t really making the effort though… he was just sitting in the 
side lines, keeping an eye on me. (Michael) 
 
Another participant highlighted his annoyance that support workers did not let him 
know when they would be late for his specified meal support times and appears to 
feel let down by this.  
 
Sometimes they don’t bother to turn around to say they are going to be late 
and all that for your tea supports. Sometimes I think to myself, well if they are 
going to be late then I’m going out. I’m not waiting any longer than I already 
have. (Paul) 
 
For Paul he seemed to feel very let down by this as he was working with his support 
workers to learn how to cook his own meals. Paul seemed to feel that support 
workers did not value spending time with him or failed to prioritise his needs over 
others at times.  
 
Participants illustrated the need to feel like valuable people to spend time with and 
this appeared to be influenced by support workers coming being present and taking 
an interest as well as doing activities with them, experiencing shared enjoyment. 
Again, this highlights the importance of these relationships being reciprocal as this is 
what appeared to influence how valued these individuals felt.   
  
Impact of personal histories  
 
Seven participants described having difficulty forming close bonds with support 
workers. They reported that they often needed time to build these relationships.  And 
highlighted the importance of workers being reliable and consistent as these were 
identified as key factors in building that sense of trust. The participants who identified 
this as a challenge talked about having a history of being abused, neglected or 
exploited by others and having difficulty trusting the intentions of others.  
For example, Paul discussed being physically abused by his family and described 
the impact this had on his ability to form relationships with other people.  
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Most of my life I’ve been subject to violence and uh I’ve been through all that 
most of my life... Ever since I was born she (his mother) would uh, all because 
I was out enjoying myself with college friends and that she pushed me down 
the stairs outside the house and that.... It happened to me quite a lot... I was 
eventually removed from that environment… Looking back on them anyway it 
should have been done long before anyway (removal from his mother’s home) 
…there’s very few folk I can trust after what happened to me when I was 
younger…if I know them very well for a long time then I do tend to trust 
them…  (Paul) 
 
Due to these experiences this was why Paul found it so challenging when staff were 
late to support him at tea time. For Paul this this seemed to reinforce his view that 
others can’t be trusted or depended on. He also discussed how he has little patience 
for new workers, preferring those who have known him a long time.  
 
Linda also described finding it difficult being supported which seemed to be 
influenced by her experiences of being made fun of for being anxious when she was 
at school. She reported to still experience anxiety, and this seemed to influence the 
amount of time she could tolerate her support workers being in her home, reporting 
that she often sent them home early as she needed to be alone, feeling 
overwhelmed.  
 
They support me twelve, twelve til half eight. It’s usually six o’clock when I 
send them away… because I want more alone time… I was so anxious about 
going out... I used to think people don’t like me because of my anxiety…I don’t 
know, I don’t know why I felt like that. I just did… They used to make a fool of 
me at school (Linda) 
 
These are just two illustrations of the impact participants’ past histories have had on 
their ability to form relationships with their support workers and how they experience 
the support they receive.  
 
Participants’ past histories not only affected how they experienced support and the 
relationships they had with support workers, but they also impacted upon their 
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acceptance of the identity of someone in need of support. These negative 
experiences of being ridiculed as described affected their ability to let others know 
they were being supported. They perhaps feared the identified difference of needing 
support would lead to a recurrence of negative judgement and rejection. Thus, by 
introducing them as friends or avoiding disclosing that they receive support, they 
protected themselves from this negative experience.   
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Discussion  
 
A key finding in the current study was that similar to previous studies, participants 
held nuanced views about their support (Giesbers et al., 2019; Bigby et al., 2017; 
Clarkson et al., 2009). The findings showed that participants valued the support they 
received but also held strong views about having agency and a position within 
society.  
 
Consistent with Giesbers et al. (2019), this study highlighted the importance of 
considering the personal histories of people with intellectual disabilities, in reaching 
an understanding of how their background experience helped to influence their 
perspectives about the support they receive. Some participants described how 
previous experiences of being abused or exploited impacted upon their ability to trust 
others. High turnover of staff also meant that some participants struggled to form 
close bonds with their support workers. More positively, some participants described 
how receiving support provided reassurance and helped them to feel safe (Bigby et 
al., 2017; Clarkson et al., 2009). They also felt that support workers provided them 
with confidence to live fuller lives, such as obtaining work placements. A number of 
participants reported that support workers filled gaps in their limited support 
networks, providing a person to have coffee with, go fishing or go-karting with. Yet, 
many participants highlighted a dissatisfaction with the way in which their support 
was delivered, indicating that they wished to have more control over the people who 
supported them and the nature of their support.  They wanted to feel valued and 
listened to.  
 
An important finding from this study was that participants particularly valued the 
company and social support from their workers, and the opportunity to form a 
meaningful relationship with someone. Van Asselt-Govert et al. (2014) and 
Forrester-Jones et al. (2006) both highlighted that people with intellectual disabilities 
often have poor social networks with professionals and support staff playing a 
significant role. Hence, the value support workers place on their relationships with 
the individuals they support may have a significant impact on their wellbeing. A 
sense of self is derived from the evaluative behaviours of others (Cooley, 1956), 
which means that a good relationship is likely to contribute to a positive view of self. 
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However, research has found that staff do not often see their role as promoting 
meaningful relationships between themselves and those they support. Rather they 
believe that they should be encouraging individuals’ friendships with others 
(Pockney, 2006). In contrast, the participants in this study wanted support staff to 
see them as a valuable person to spend time with. Participants were aware when 
staff were not interested in spending time with them and this was a key area of 
dissatisfaction. This made them feel that their support workers were not caring. 
Sullivan, Bowden, McKenzie and Quayle (2016) also found that people with 
intellectual disabilities wanted to be valued and to have their views respected in their 
relationships with support workers and professionals. 
 
The current study highlighted the ambivalence participants had about their need for 
support. Many participants recognised their need for support with certain aspects of 
their lives but contradicted this by later stating they did not need support. Giesbers et 
al. (2019) also identified ambivalence in relation to individuals’ stated wish for 
support. This was sometimes linked to a reluctance to tell others about their support 
needs and where they lived for fear of being negatively judged or stigmatised. It 
seems that for some participants, their need for support challenged their views of 
their own competence and, as a result, their sense of self. This fits with Goffman’s 
(1963) views of a “spoiled identity”, meaning that to be seen to need support would 
highlight a difference or “spoiled identity” in comparison with others and subject them 
to negative judgements and possibly rejection. This view is likely to have also been 
influenced by past experiences of negative judgements in relation to their disability. 
This fear of being seen as different or incompetent may have led some of the 
participants to try to disguise the fact that they were being supported, introducing 
support workers as friends rather than staff.  
 
The classic longitudinal study by Edgerton (1967, 1993), who charted the journeys of 
a cohort of individuals with intellectual disabilities when they left a long stay 
institution in California in the 1970’s also highlighted the sense of agency people with 
intellectual disabilities desired in their lives. In addition, he highlighted the conflict 
they had between their wish for agency and their recognition that they needed 
support. They also wished to be accepted and to be respected in the same way as 
others in society but, once again, it could be difficult to reconcile this aspiration with 
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their need for support. Similarly, in the current study, a number of participants 
appeared to feel that their need of support threatened their sense of self as a 
competent individual. However, this was not the same for all participants, with some 
valuing the support they received which enabled them to do activities they hadn’t felt 
confident to do before.  
 
Limitations  
This study has provided insight into people with intellectual disabilities’ experiences 
of support. It shows the complex challenge people have managing an awareness or 
recognition that they need support with the wish to highlight their competencies.  
There were however some limitations to this study. The participants were recruited 
through a small number of service providers from the West of Scotland. The findings 
may therefore reflect the views of people with intellectual disabilities in particular 
support services. The experiences of people receiving different types of support may 
be quite different.  
 
A further limitation is that two participants (Linda and Alison) requested that their 
support workers remain present during their interviews. This may have affected their 
ability to express open and honest views about their support, as they may have been 
reluctant to express negative views with their workers present. However, this did not 
appear to inhibit Alison’s expressions of dissatisfaction about her support.  
 
It was not possible to check the findings with the participants of the study. This is an 
important part of the analysis process and should be included in future studies. 
 
Clinical Implications and conclusions 
This study highlights how people with intellectual disabilities highly value support 
which is delivered in a way that makes them feel like they have agency over their 
lives and makes them feel respected and valued. It identifies the importance people 
with intellectual disabilities place on their relationships with support workers. They 
want to be with workers who want to spend time with them, and not people who are 
just paid to spend time with them. This begs the question about how service 
providers can meet these aspirations. One step is to include individuals with 
intellectual disabilities in the recruitment of their own support workers, to help ensure 
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the person applying might be someone with whom they could build a meaningful 
connection. However, careful consideration also needs to be given to how support 
can be delivered sensitively, and to help them form meaningful connections in the 
communities where they live.  
 
In addition, at a policy and organisation level, careful consideration should be given 
to where individuals are placed in the community, keeping in mind the proximity to 
family, friends and opportunities for work and socialisation. This would reduce the 
need for reliance on support staff and increase individuals with intellectual 
disabilities’ confidence and self-esteem and as a result help them to build a more 
positive sense of self. 
 
Finally, Bigby and Beadle-Brown (2018) highlighted that support organisations 
should give careful consideration to those they employ as support staff, ensuring 
they have attributes, values and commitment that fit with the role. This study appears 
to suggest that at times individuals with intellectual disabilities have experienced 
being supported by individuals who do not seem to have been suitable to the role.  
However, at a broader funding and policy level, there also has to be the resource to 
allow support workers to have the time to provide social and emotional support. This 
would provide opportunity for support workers to understand the person’s history and 
to support them to lead meaningful lives in their communities. This practice would 
not only improve physical and mental wellbeing, increasing their quality of life but 
also contribute to the formation of a positive sense of self.  
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Appendix 2: Walsh & Downe (2006) Quality Appraisal Tool  
 
Table 5: Summary criteria for appraising qualitative research studies  
STAGES ESSENTIAL CRITERIA          SPECIFIC PROMPTS  
SCOPE AND 
PURPOSE  
 
 
 
 
 
 
 
 
 
Clear statement of, and 
rationale for, research 
question/aims/purposes 
 
 
 
 
Study thoroughly 
contextualised by 
existing literature  
• Clarity of focus 
• Explicit purpose given, such as 
descriptive/explanatory intent, 
theory building, hypothesis testing 
• Link between research and 
existing knowledge demonstrated  
 
• Evidence of systematic approach 
to literature review, location of 
literature to contextualise the 
findings, or both 
DESIGN Method/design 
apparent, and consistent 
with research intent 
 
 
 
 
 
 
 
 
 
 
Data collection strategy 
apparent and 
appropriate  
• Rationale given for use of 
qualitative design 
• Discussion of 
epistemological/ontological 
grounding 
• Rationale explored for specific 
qualitative method (e.g. 
ethnography, grounded theory, 
phenomenology)  
• Discussion of why particular 
method chosen is most 
appropriate/sensitive/relevant for 
research question/aims 
• Setting appropriate  
 
• Were data collection methods 
appropriate for type of data 
required and for specific 
qualitative method?  
• Were they likely to capture the 
complexity/diversity of experience 
and illuminate context in sufficient 
detail?  
• Was triangulation of data sources 
used if appropriate?  
SAMPLING 
STRATEGY  
Sample and sampling 
method  
 
 
 
• Selection criteria detailed, and 
description of how sampling was 
undertaken 
• Justification for sampling strategy 
given  
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• Thickness of description likely to 
be achieved from sampling 
• Any disparity between planned 
and actual sample explained  
ANALYSIS Analytic approach 
appropriate  
• Approach made explicit (e.g. 
Thematic distillation, constant 
comparative method, grounded 
theory) 
• Was it appropriate for the 
qualitative method chosen?  
• Was data managed by software 
package or by hand and why?  
• Discussion of how coding systems/ 
conceptual frameworks evolved.  
• How was context of data retained 
during analysis  
• Evidence that the subjective 
meanings of participants were 
portrayed 
• Evidence of more than one 
researcher involved I stages if 
appropriate to 
epistemological/theoretical stance 
• Did research participants have any 
involvement in analysis (e.g. 
member checking) 
• Evidence provided that data 
reached saturation or 
discussion/rationale if it did not 
• Evidence that deviant data was 
sought, or discussion rationale if it 
was not 
INTERPRETATION  Context described and 
taken account of in 
interpretation 
 
 
 
 
 
 
 
Clear audit trail given  
 
 
 
• Description of social/physical and 
interpersonal contexts of data 
collection 
• Evidence that researcher spent 
time ‘dwelling with the data’, 
interrogating it for 
competing/alternative 
explanations of phenomena 
 
 
• Sufficient discussion of research 
processes such that others can 
follow ‘decision trail’ 
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Data used to support 
interpretation  
• Extensive use of field notes 
entries/verbatim interview quotes 
in discussion of findings 
• Clear exposition of how 
interpretation led to conclusions 
REFLEXIVITY  Researcher reflexivity 
demonstrated  
• Discussion of relationship 
between researcher and 
participants during fieldwork 
• Demonstration of researcher’s 
influence on stages of research 
process 
• Evidence of self-awareness/ 
insight 
• Documentation of effects of the 
research on researcher 
• Evidence of how 
problems/complications met were 
dealt with 
ETHICAL 
DIMENSIONS  
Demonstration of 
sensitivity to ethical 
concerns 
• Ethical committee approval 
granted 
• Clear commitment to integrity, 
honesty, transparency, equality 
and mutual respect in 
relationships with participants 
• Evidence of fair dealing with all 
research participants  
• Recording of dilemmas met and 
how resolved in relation to ethical 
issues 
• Documentation of how autonomy, 
consent, confidentiality, 
anonymity were managed  
 
 
RELEVANCE AND 
TRANSFERABILITY  
Relevance and 
transferability evident  
• Sufficient evidence for typicality 
specificity to be assessed  
• Analysis interwoven with existing 
theories and other relevant 
explanatory literature drawn from 
similar settings and studies 
• Discussion of how explanatory 
propositions/emergent theory 
may fit other contexts 
• Limitations/weaknesses of study 
clearly outlined  
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• Clearly resonates with other 
knowledge and experience 
• Results/conclusions obviously 
supported by evidence 
• Interpretation plausible and 
‘makes sense’ 
• Provides new insights and 
increases understanding 
• Significance for current policy and 
practice outlined  
• Assessment of 
value/empowerment for 
participants  
• Outlines further directions for 
investigation 
• Comment on whether 
aims/purposes of research were 
achieved 
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Appendix 3: Noblit & Hare’s (1988) seven stages of meta-ethnography 
 
Noblit and Hare seven stages  
 
1) Defining the research question  
2) Systematically reviewing the information – deciding on the inclusion criteria, 
locating relevant articles and quality assessment  
3) reading the studies, identifying initial themes, then secondary themes, 
becoming familiar with the content  
4) Determining how the studies are related to each other – compiling a list of 
themes into relevant categories.  
5) Translating studies into one another – compare the first study with the second 
and the combined synthesis with the third etc.  
6) Synthesising translations – combining the synthesis to develop a new 
understanding of the material  
7) Expressing the synthesis – Presentation of findings/ publication  
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Appendix 4: Synthesised themes of the barriers and facilitators from qualitative studies of people with intellectual 
disabilities  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Barriers  Facilitators  
 
Welcoming attitudes of 
others  
• Making the effort to 
talk  
 
Community presence  
• Being 
known/community 
familiarity 
• Opportunity to engage 
in community events 
Support to develop social and 
independent skills  
 
• Opportunity to practice skills in a 
safe environment 
Lack of understanding, accommodation 
and opportunities in employment  
• Seeing beyond the disability: desire for 
participation and involvement in 
employment 
• Employment practices resulting in limit 
opportunities 
 
Challenges to socialising and building a social 
network 
• Location of residence and reliance on staff  
• No social spaces 
• Restrictive support service practices 
• Lack of knowledge, confidence or social skills 
 
Attitudes of others 
• I want to be treated 
normally: Desire for 
equality and acceptance  
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Appendix 5: Proposal 
 
 
Major Research Project Proposal 
 
 
The experience and perceptions of support of people with 
mild to moderate intellectual disability and how this relates 
to their identity 
Claire Chambers 
 
 
Version 2 
 
Word Count 3316 
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Abstract 
 
Background: People with intellectual disabilities may require or be viewed to benefit 
from daily functional support. However, being provided with such support may bring 
challenges for those with intellectual disabilities. Those receiving this level of support 
may find their sense of identity is impacted upon. Limited research exists into the 
perceptions of provided support for those with intellectual disabilities. Further 
research is needed to better understand people with intellectual disabilities’ 
experiences of being supported and if this impacts upon their identity.  
Aims: The aim of this study is to investigate how people with intellectual disabilities 
experience and perceive the support they receive and how this impacts upon their 
identity.  
Methods: Between six and ten adults aged between 18 and 40 years, with a mild or 
moderate intellectual disability and who live in their own tenancy or shared 
accommodation will be recruited from care organisations across the West of 
Scotland. Each participant will take part in a semi-structured interview exploring their 
views about the support they receive. This will include discussion about how their 
support influences how they are viewed by other people in society. The data will be 
analysed using Interpretative Phenomenological Analysis. 
Applications:  The findings of the study may inform support provision and the 
importance of tailoring support to the individual.  
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The experience and perceptions of support of people with mild to moderate 
intellectual disability and how this relates to their identity 
Identity is an important aspect of human development. Formed through social 
interactions and resulting in internalised values and views, it can determine the 
social role a person holds and how they relate to others (Dorozenko, Roberts & 
Bishop, 2015). In order to develop a positive identity, a person must feel accepted by 
others (Goffman, 1963). However, those who have experienced societal stigma, 
such as people with intellectual disabilities (Goffman, 1963) may take on acting roles 
(social roles) to hide the deeply discrediting attribute that could be rejected by 
society.  
Historically people with intellectual disabilities (ID) were seen as deviants or eternal 
children by society and were not warranted the same human rights (Dorozenko et 
al., 2015). In more recent times an emphasis has been placed on people with ID 
being provided with greater self-determination and increased social integration, 
important factors in building positive identities. There has also been a strive to 
promote quality of life and empowerment through the process of person centred 
planning (PCP). This approach aims to individualise and create services that 
address personal preference, interest and future aspirations (Thompson et al., 
2009). Additionally, people with ID as a result of their impairments, may often require 
support with daily living activities and social integration (Thompson et al., 2009).  The 
need for this support could be perceived as a visible stigma (Goffman,1963). For 
example, often those in receipt of support can be seen being supported by others in 
society or live in environments dedicated to those with disability, therefore 
highlighting difference. In addition, a person’s knowledge of needing support and 
how this makes them different from the “normal” group can be subject to negative 
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self-evaluation and possibly rejection. This can be considered an invisible stigma. 
Goffman (1963) would suggest that people with ID would therefore play social roles 
to mask their “spoiled identity”.  
 
Research on stigma and its impact on how people with ID see themselves has been 
mixed. Jahoda and Markova (2004) found that people did not reject the identity of an 
intellectual disability but rather they rejected the societal view of disability as 
incapability, therefore protecting their self-esteem. In addition, Cunningham and 
Glenn (2004) found that people with ID were aware of their disability status, however 
only a small number found this stigmatising identity to be distressing. Cooney, 
Jahoda, Gumley and Knott (2006) had similar findings that self-esteem and future 
aspirations were not affected by perceived stigma. However, Abraham, Gregory and 
Wolf (2002) and Paterson, McKenzie and Lindsay (2012) found that the more 
stigmatising the experiences were, the lower the self-esteem.  
 
Research has highlighted some factors that can prevent stigma affecting identity 
including, group identification and social support by being part of an advocacy group 
(Anderson & Bigby, 2017). Paterson, McKenzie and Lindsay (2012) found that 
improving social integration or increasing social support can also help protect against 
reduced self-esteem, impacted upon by perceived stigma. However, many people 
with ID have poor social supports. Support staff or professionals may make up the 
majority of relationships for people with ID and are therefore fundamentally not 
reciprocal (Forrester-Jones et al., 2006). Yet support staff can play a vital role in 
supporting individuals with intellectual disabilities to promote social integration and 
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build social networks which can enhance self-esteem, buffer against mental health 
problems and improve quality of life (McConkey & Collins, 2010).  
 
 The value people with ID place upon received support has been highlighted within 
research (Giesbers et al., 2019; Clarkson, Murphy, Caldwell & Dawson, 2009). This 
included support staff responding to both their practical and emotional needs and 
this being delivered in a way that was deemed sensitive and empowering. In 
particular, people highlighted how much they valued the close friendships they 
formed with staff, who responded by being nurturing and trustworthy. Research has 
however highlighted that due to austerity, support services are being reduced, 
resulting in support providers putting an emphasis on meeting practical needs over 
and above social needs and wellbeing (Hamilton et al., 2017). This change in 
practice and disregard for needs other than the practical, may have an impact on the 
identities of people with ID and their views of belonging within society.  
Research has also highlighted some dissatisfaction people with ID have with their 
support, particularly the manner in which their support was provided. Examples given 
were of staff at times appearing disinterested in supporting them or favoring other 
individuals using the service (Clarkson et al., 2009; Stenfert Kroese, Rose, Heer & 
O’Brien, 2013; Giesbers et al., 2019). A study in the Netherlands that explored 
people with intellectual disabilities’ experience of residential support, found that three 
of the six participants were ambivalent about the support they received (Giesbers et 
al., 2019). This negative evaluation of their support appeared to have a significant 
emotional impact on their sense of self.   
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To date, there has been limited research exploring the impact support can have on 
the identities of those with ID.  What the research suggests is that support is valued 
by some, however others struggled with accepting that they need support within 
certain areas to function in society. Previous research has suggested that being in 
receipt of support may impact upon identity but results of studies have been mixed in 
regard to awareness and experiences of stigma. Few qualitative studies have been 
completed with people with ID about their experience of residential support, this 
study will be concerned with their own lived experiences rather than of those who 
support them. This study will also investigate how receiving support has an impact 
on their identity in relation to having an intellectual disability. This research could 
therefore help to inform more sensitive service delivery and practice, supporting the 
positive identities of those with intellectual disabilities. 
 
Aim  
The current study is an exploratory study aiming to understand the experiences of 
people with intellectual disabilities of being supported and how this impacts upon 
their identity.  
Design  
Interpretative Phenomenological Analysis (IPA) is a qualitative approach which can 
be used to explore a participant’s lived experience and how they make sense of this 
in relation to their place within the world (Smith, 2004). IPA is an idiographic and 
hermeneutic approach and therefore aims to gather an in-depth account of the 
participant’s experiences. The information gathered is the researchers attempt to 
make sense of the participant views, making IPA a double hermeneutic approach.  
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IPA has been successfully used to explore the identity of people with ID in previous 
research (Wilkinson, Theodore & Raczka, 2015; Groves, Rayner & Muncer, 2017).  
Plan of investigation  
Participants 
Inclusion criteria  
Adults with a diagnosed intellectual disability, living independently within their own 
tenancy or living in shared accommodation and in receipt of a support services.  
They must be able to provide informed consent to take part in the research. 
Have sufficient verbal skills to be able to recall and discuss a recent experience.  
They must have English as a first language.  
They must be between the ages of 18-40 years, to ensure all those taking part are at 
a similar life stage.  
 
Exclusion criteria  
Anyone with additional difficulties that would prevent them from engaging in the 
interview.  
Sample  
Participants will be recruited from October 2018 – March 2019 from Care providers 
across the West of Scotland (the areas of Glasgow and Ayrshire & Arran). 
Connections will be made with care providers and they will be asked to identify 
participants who meet the above inclusion criteria and would be willing to take part in 
the research. 
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Recruitment  
The researcher will approach care providers explaining the purpose of the research. 
If they agree to take part, the researcher will provide information about the specific 
inclusion and exclusion criteria. The care staff will then be asked to identify those who 
meet criteria and to provide them with an information sheet with the details of the 
purpose of the study and the researcher’s contact details. Potential participants will be 
made aware that participation in the research is voluntary. In addition, they will be 
asked to inform the potential participant that they can take the information away and 
take time to consider if they wish to take part. The information sheet includes a consent 
slip for the participant’s details to be passed to the researcher. Participants can use 
the stamped self-addressed envelope provided to send the consent slip to the 
researcher, indicating they wish to take part.  
Research Procedures 
The primary researchers, having had no previous contact with the participants, will 
provide opportunity for potential participants to ask questions and discuss concerns 
prior to giving consent. The information sheet and consent form (see Appendix 1) will 
be reviewed with the participant, questions will be asked to ensure understanding and 
to check for evidence of acquiescence and capacity to consent. The researcher will 
ensure that the participant understands the purpose of the research, what the research 
involves, the positive and negative aspects of taking part and their right to withdraw at 
any time. This is in accordance with Arscott, Dagnan and Stenfort Kroese (1998) who 
recommended standards of practice for gaining informed consent from people with ID. 
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Every opportunity will be made to ensure the participant fully understands by adapting 
language to suit individual need.  The research will be conducted within a quiet room 
within the care organisation responsible for their support package.  
Demographic Information 
Demographic information will be gathered via a questionnaire, asking participants to 
provide information about their age, setting they live in and amount of support they 
receive.  
Semi-Structured Interview  
Consistent with an IPA approach, semi structured interviews will be used. Interviews 
will last no longer than one hour however, breaks will be offered and participants will 
be monitored for evidence of fatigue. The interview with the first participant will be 
used to test the topic guide, ensuring participants feel comfortable discussing their 
support experiences with the researcher. This interview will be conducted with the 
view of including it within the analysis and discussion. The interview will begin by 
discussing day to day activity, what activities they enjoy and the support they receive, 
to help them feel comfortable with the interview process. The schedule will then move 
into more sensitive topics for example satisfaction with support and what they believe 
others think about them receiving support. Although there is a proposed structure to 
the interview, it is an idiographic process and will be guided by what the participant 
brings to the interview. This will lead to a more in depth understanding of their 
experience.  
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Data Analysis 
Interpretative Phenomenological Analysis will be used to allow in depth exploration of 
the participant’s experience, including how they see themselves and their place within 
the world. Analysis will follow the procedure as suggested by Smith, Flowers and 
Larkin (2009). Transcriptions will be read on a number of occasions and key 
information highlighted. Key themes will then be identified along with quotations to be 
compiled into a master table of themes to be used to aid discussion. The first transcript 
will be reviewed within supervision to audit initial themes that emerge. A reflective 
diary will be kept monitoring the process of identification of themes. In addition, themes 
and the process of their development will be discussed during supervision.  
Justification of sample size  
Smith, Flowers and Larkin (2009) recommend a sample size of between four and ten 
for a Doctorate degree, with greater emphasis on an in-depth analysis, requiring a 
smaller sample size to meet the aims of IPA research. A minimum of six participants 
will be recruited for this study, with a maximum of ten participants to ensure in depth 
analysis is achievable.  
Settings and Equipment  
The research will take place within the care organisation’s offices.  
Audio recording equipment will be required, and consent sought from participants. A 
laptop will be obtained from the University of Glasgow, encrypted to the university’s 
standards.   
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Health and Safety Issues  
Researcher safety issues 
Interviews will take place in the care organisation’s offices, day placements or NHS 
facilities during the hours of 9am to 5pm. If interviews take place within day placements 
the researcher will ensure support staff are close by to call upon if assistance is 
needed. The researcher will work in line with the facility’s own health and safety 
policies and procedures. In addition, the researcher will use observational skills as 
well as direct questioning to determine if the participant is happy to continue with the 
interview process and terminate the interview if they are asked to do so, ensuring their 
own safety in the process.  
Participant safety issues  
There is potential for participants to become distressed or frustrated when responding 
to questions about support experiences. This will be discussed with participants when 
obtaining consent to participate in the study as well as a reminder that they can 
withdraw at any point up until submission. Participants will be able to call upon 
someone they are familiar with if they become distressed by the content. The research 
team has carried out a number of IPA studies with people with intellectual disabilities, 
covering a range of sensitive topics. They have largely found that participants have 
been positive about discussing topics as experts of their lives and experience.  
Ethical Issues  
• Ethical approval will be sought from the University of Glasgow Research Ethics 
Committee. 
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• The researcher will communicate the processes of the research at a level 
understandable to the participant, ensuring to ask for feedback to check their 
capacity to consent. Participants will be informed of their right to withdraw. Data 
will be anonymised by the removal of identifying details and stored on a 
password protected, encrypted laptop in accordance with the University of 
Glasgow data protection policy and procedures.  
• Participants’ will be monitored for any signs of distress during the interview. If 
risk issues arise, the researcher will report this information to the participant’s 
care team, to ensure continued support.  
• Individuals will be informed of confidentiality in accordance with University of 
Glasgow policy and procedure.  
Financial Issues  
Stationary cost for the materials including printing costs for participant information 
sheets, consent forms and debriefing sheets may be incurred. In addition, the cost of 
stamped self-addressed envelopes will be required. The costs are highlighted in 
Appendix 3.  
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Timetable  
Time Scale Research Component 
21st May 2018 Final Proposal Submission 
July-August 2018 Application to University of Glasgow Research and 
Ethics Committee 
August – 
September 2018 
Meet with care organisations to discuss involvement, 
information to staff and information sheet about the 
research to be passed on to potential participants. 
September –
February  2019 
Recruitment and Data Collection 
February- March 
2019 
Data consolidation and Analysis 
May 2019 Draft Thesis Submission 
July 2019 Final Thesis Submission 
 
Practical Applications  
This study will contribute to existing theory and research by investigating people with 
ID experiences’ of being in receipt of support and how this impacts upon their self-
identity. This study will allow an in depth understanding of their experiences, what they 
value about support and changes we can put in place to ensure that services do not 
inadvertently contribute to the stigmatising experiences of people with intellectual 
disabilities.  
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Appendix 8: Participant Consent Form  
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Appendix 9: Topic guide for interviews 
 
 
 
 
1. Where do you live at the moment?  
 
2. Tell me a bit about what it’s like living there? 
Prompts: What are the best bits about it?  
What are the things you don’t like about it?  
Who do you live with? 
 
3. Who are the staff who give you support? 
What do the staff do? 
 
4. What kind of ways are xx (names of support staff) helpful to you? 
 
5. What kind of ways are staff unhelpful? 
 
6. How do you feel about getting support from staff? 
 
7. What do you tell other people if they ask where you live? 
 
If relevant - Prompts : What do they say? 
 
8. What does it feel like if you go out with someone who is supporting 
you? 
 
9. What do other people think when they see someone being helped by a 
support worker? 
 
10. If you could change the support you get in any way, how would you 
change it? 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  120 
Appendix 10: Sample of Analysed Transcript  
 
Descriptive/exploratory 
comments  
Transcript  Emergent themes  
Support staff make 
decisions  
 
 
 
 
 
 
 
 
 
 
Initial hate, felt 
different 
Threat to sense of self  
 
Changed over time 
recognition of value of 
company  
Staff as replacement 
for lost friendship 
 
 
 
Lonely, loss of 
friendship 
 
 
Support as company  
 
 
Importance of similar 
interests 
Different staff 
compliment different 
interests 
 
 
 
 
 
 
 
Worry of what new 
staff will be like  
 
Participant: Well I think the boys 
check the fridge but don’t tell me, 
ken I just get what I need. As long 
as I don’t buy junk food they are 
quite happy. You know like 
microwave meals and all that.  
 
Researcher: so they try to 
encourage you not to do those 
things. Em how does it feel to have 
support staff whenever you are out 
shopping?  
 
Participant: Right back at the 
beginning I absolutely detested it, I 
hated it! Because it made me feel 
different from everybody, but I’ve 
got to that point in my life where I 
enjoy, I like having the company you 
know. I like seeing the boys. My 
best friend he moved down south 
recently.  
 
Researcher: Uh huh.  
 
Participant: So, I don’t see him that 
often, once or twice every four or 
five months. Staying overnight 
sometimes. So, when the boys 
come in you know like I said, they’re 
like pals, give us a bit of company, 
give us a laugh so they do. And they 
have all got like individual interests, 
but a lot of my interests are the 
same as theirs. (name of support 
worker) for example is fishing, 
(name of other support worker) likes 
playing Xbox, (another support 
worker) has the same taste in 
music, like the Killers so different 
interests but the same really.  
 
Researcher: Yeah. So, you feel it’s 
quite a good match then?  
 
Power and control 
 
 
 
 
 
 
 
 
 
 
 
Difference/ fear of 
negative 
judgement 
 
 
 
Opportunity for a 
meaningful 
connection  
 
 
 
 
Meaningful 
connections, good 
company 
 
 
 
 
 
 
Good match to aid 
meaningful 
connection 
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Importance of the right 
match, a friendship 
with support staff 
 
 
 
Personal preferences 
listened to 
 
 
Support suggested 
change – led by 
challenges in staff or 
genuine concern about 
rigidity?  
 
 
 
Support staff as 
fluid/changing 
 
 
Abandoned by 
previous support 
workers 
 
 
 
 
 
 
 
 
 
Touched that old 
support worker came – 
that he cared 
 
 
 
 
 
 
 
 
 
 
 
Participant: Yeah. I’m hoping this 
new guy (name) is a good match.  
 
Researcher: Yeah you hope he is.  
 
Participant: He’ll be getting the boot 
if he’s not (laughs) 
 
Researcher: so, are all your support 
staff male then?  
 
Participant: yeah. I did have a 
female member of staff, but she left 
about 2 years ago so she did, and I 
got on fine with her as well. 
Originally, I had asked for all males 
when I first started but then they felt 
it was time for me to get a wee 
change. She stayed not far from 
where I am, 10 or 15mins.  
 
Researcher: so, you got on quite 
well with her.  
 
participant: Yeah, I still keep in 
contact with her. I’ve had a lot of 
support workers come and go over 
the years. My original team, (names 
support worker) I like him, I still keep 
in contact with him, but the rest of 
the team and the team leaders just 
sort of buggered off really.  
 
Researcher: So, there’s a few that 
you have kept in contact with and 
built that relationship.  
 
Participant: Yeah, I got on really well 
with a guy, he left for another job so 
he did, he showed up at my Papa’s 
funeral on his day off. The first 
words I said to him was “what are 
you doing at a funeral on your day 
off?” (laughs) 
 
Researcher: (laughs) 
 
Participant: I didn’t think he was 
going to show up at my house.  
 
 
 
Having agency 
over your support 
 
 
 
 
And this being 
respected 
 
 
 
 
 
 
 
 
 
 
Challenges of 
consistency of 
staff and impact 
on relationship 
Loss of 
relationships 
 
 
 
 
 
 
 
 
cared about, 
valued as a 
person  
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Important to maintain 
the pretence that they 
are family or friends.  
 
 
 
 
 
 
 
 
 
 
 
Fear of negative 
judgments, being seen 
to be supported 
 
Easier to see as 
friends, to let others 
see as friends 
 
 
 
 
 
 
 
 
Rationalisation – but 
they are friends 
 
 
Some people ok to tell 
Caution disclosing 
need for support 
 
 
 
 
 
 
 
 
 
 
 
 
 
researcher: So, what’s it like 
whenever em you are in the shop 
and you are dealing with the people 
at the tills but you are with your 
support worker as well? What’s that 
like?  
 
Participant: I find it fine, I think a lot 
of the time they think I’m either with 
my pal or my dad you know. 
Because Darren and Stevie, well 
Darren has just turned 50 and 
Stevie is in his 50s, Jonny he looks 
about the same age as me he’s 36. 
It’s good, he’s a dead baby face you 
know. 
 
Researcher: But you were 
concerned whenever you first 
started being supported?  
 
Participant: It was just folk seeing 
you out and about and thinking aw 
here’s his support worker but now I 
know that folk can’t tell. You know if 
somebody says who’s that young 
guy I just say my pal. So, I do.  
 
Researcher: Yeah. Why do you 
think you say that?  
 
Participant: They are more pals than 
anything else.  
 
Researcher: Sorry say that again?  
 
Participant: They are more pals than 
support. I told (girlfriend) pretty 
much right away when we first met 
that I had support workers, so I did. 
And I have one of them out with me 
every day and what I’m doing. So, I 
told her, you didn’t say anything did 
you? I found it easy enough to tell 
her.  
 
Researcher: What’s the qualities 
that you wouldn’t want in a support 
worker?  
 
 
 
 
Disguising the 
need for support 
 
Protecting the self 
 
 
 
 
 
 
 
 
 
 
Negative views of 
others  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Caution in 
disclosing the 
need for support 
 
 
 
 
 
 
 
 
Importance of 
meaningful 
connections with 
staff 
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Important to care 
 
Not interested in 
spending time with you 
 
 
Joining in shows you 
care 
 
 
 
 
 
 
 
 
 
 
 
 
No interest or time for 
him 
 
 
 
 
 
 
 
 
 
 
Protecting sense of 
self, don’t really need 
support, could escape 
from it but it is helpful 
 
Ambivalence about the 
need for support, don’t 
really need but keeps 
him safe and 
functioning 
 
Provides reassurance 
and comfort 
participant: Stuck up. Too far up 
their own backsides. I had one like 
that a while back and I got him 
shifted to a different team, I put that 
many complaints in.  
 
Researcher: What was that like 
then?  
 
participant: I felt like he wasn’t a 
carer as such because he didn’t 
care, he was just there for 
something to do and it was at his 
own leisure what he done. Because 
I would say to him “aw can we go 
go- karting” and he just stood at the 
side watching. He wasn’t really 
making the effort though.  
 
Researcher: So, it’s a really different 
experience then because you’re not 
really doing with.  
 
Participant: Aye he was just sitting 
in the side lines, keeping an eye on 
me. He used to be in the police 
before that, so he was. I think that 
sort of impacted on his personality, 
so it did.  
 
Participant: It was just hi and bye, 
that sort of thing.  
 
Researcher: That sounds hard. Em, 
so why do you think you receive 
support then?  
 
Participant: I was being a dafty 
when I was eighteen, so I was. You 
know I went off the rails a lot and 
ended up in the mental health 
hospital detained so I was. I didn’t 
let that stop me, I escaped so I did. 
They used to call me Houdini 
(laughs), one minute I’m there, the 
next I’m gone.  Eh and they said I 
would get back into the community if 
I accepted support. So, I did and 
then over the years it developed, its 
uh no need for support but I get uh, 
 
 
Genuine effort 
shows you care 
 
Seen as someone 
enjoyable to 
spend time with  
 
 
 
 
 
 
 
 
The right kind of 
support worker 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Provides safety 
and is valuable to 
lead the life I want  
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if they weren’t there everywhere 
would be a tip, the house would be 
upside down and my routine would 
be all over the place. So, when they 
are there everything’s fine.  
 
 
